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Abstract  

‘Better Lives in Older Age: for people growing older with a learning disability’ is a project undertaken 

in 2015/2016 to address the rising numbers of this population in Perth and Kinross. This is a key 

element of the Perth and Kinross Learning Disabilities Strategy 2016-2019 that pro-actively 

addresses the critical need to prevent crisis and prepare for this population as they grow older.  

The paper includes local data and information gathered by the Better Lives project and also 
summarises a wide range of national and international research investigated as part of informing 
this project of the needs of people growing older with a learning disability, and the needs of their 
families and carers. 
 
The paper details the context to the Better Lives project and presents a picture of the numbers of 
people growing older with a learning disability in Perth and Kinross, and Scotland and the UK as a 
whole, with a focus on those affected by dementia and what services and supports are in place and 
what needs to be in place for future provision. 
 
Research in this paper has shown how services and families do not currently feel adequately 
prepared to care for and support this growing population. However, it also gives examples of how 
services within Perth and Kinross have made strides towards improving supports in order to better 
care for individuals growing older with a learning disability. Furthermore, a number of best practice 
examples and resources have been identified to show what supports are already in place locally, 
nationally and internationally, and what could be put in place in the future to support people with a 
learning disability as they age, and to support their families and carers. 
 
As a result of these findings, this paper has produced a number of recommendations that outline 

what is needed to improve services and quality of life for this increasing population. The paper also 

sets out actions that are currently being taken forward by the Perth and Kinross Keys to Life Strategy 

Group between May 2015 and May 2016, in line with current national policy and legislation. 
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Section One 

Aims of the Research Paper 

What is the aim of this document? 

The aim of this document is to provide a summary of information gathered about how people 

growing older with a learning disability, their families and carers are currently supported, and looks 

at ways of how they can be supported in the future. 

In order to support commissioners and others to develop good quality services for older people with 

learning disabilities and family carers, this document has been produced which brings together 

information from policy, practice, people growing older with a learning disability, and those that 

support them, to provide an easy reference point for local areas, along with some practical ideas to 

improve practice.  

This will include: 

 A brief historical context of learning disability services in the UK 

 Information about services in a local, as well as national and international context 

 Views of clients, parents and carers and professionals through surveys and consultations of 

how people with learning disabilities are growing older in Perth and Kinross 

 A formulation of recommendations that include ‘best practice’ examples 

 An analysis of data – where people with a learning disability are living, who they are living 

with, what services are being accessed 

Who is the paper for? 

 Providers of social care, health and housing support for older people with learning 

disabilities 

 Social care, health and housing practitioners supporting older people with learning 

disabilities 

It will also be relevant to: 

 People growing older with a  learning disability, their families and carers 

 Commissioners of care and support for older people with learning disabilities 

 People with a strategic role in assessing and planning local services 

 Practitioners working in other related services, including: 

- Older people's services 

- Adult learning disability services 

What is the paper about? Who is the focus? 

 All people growing older with learning disabilities and their care and support needs 

(irrespective of whether they are known to health and social care services). 
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Is there an age limit when referring to people growing older with a learning disability? 

A specific age limit will not be used to define older people, however, this report has a focus on 

individuals aged 35 and above as those with a learning disability often experience older age health 

conditions earlier in life than the rest of the population. For example, prevalence rates of clinically 

diagnosed dementia are higher for people with Down's syndrome than in the general population and 

the condition is  likely to develop at a much earlier age, starting when they are in their 30s and 

steadily increasing in prevalence into their 60s.1 In this way, rates may be underestimated if relevant 

age groups are excluded.2 

Through research and visits to specialist services, 35 was the consensus at when the planning should 

begin and as this project’s purpose is to help in the planning and prevention of crisis, this is the 

reason consultations have started with individuals of this age and older. 

Terminology 

Learning Disabilities: 

The Scottish Government’s Learning Disability policy the keys to life3 defines ‘learning disability’ in 

the following statement: 

“People with learning disabilities have a significant, lifelong, condition that started before adulthood, 

which affected their development and which means they need help to: 

 Understand information; 

 Learn skills; and 

 Cope independently.”4 

In this report, the subject group is also referred to by some authors as those with ‘intellectual 

disabilities’. In this document, both terms refer to people with the same diagnosis. 

Autism: 

Perth & Kinross Council recognise that individuals and groups prefer a variety of terms, including 

autism spectrum disorder, autistic spectrum condition, autistic spectrum difference and 

neurodiversity. For clarity and consistency we have chosen to use the descriptor autism spectrum 

disorder in order that we correlate with the terminology used in the Scottish Autism Strategy 

(2011).5 

                                                           
1 The British Psychological Society, ‘Dementia and People with Intellectual Disabilities: Guidance on the assessment, diagnosis, 
interventions and support of people with intellectual disabilities who develop dementia’, The British Psychological Society (April 2015)  

2 Watchman, K. (ed.), Learning disability and dementia – research into practice’, London: Jessica Kingsley (2014), p27. 

3 Scottish Government. (2013) The keys to life: improving quality of life for people with learning disabilities. Edinburgh: Scottish 
Government. http://www.scotland.gov.uk/Resource/0042/00424389.pdf accessed 20 August 2014.   

4 Ibid, p6. 

5 Scottish Strategy for Autism, Scottish Government, (November 2011). Available at: http://www.autismstrategyscotland.org.uk/ accessed 
on: 03/12/15. 

http://www.scotland.gov.uk/Resource/0042/00424389.pdf
http://www.autismstrategyscotland.org.uk/
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Introduction: Context to the Better Lives in Older Age Project 

A Brief History of Learning Disability Services in the UK 1950 to 2015 

The culture of learning disability services in the UK has changed dramatically over the past 50 years 

and in order to understand current provision, it is important to know the history of services for 

people with learning disabilities.6  

Learning disability services in Scotland in the 20th century were dominated by institutional care. A 

policy of institutionalisation of children and adults with learning disabilities impacted on people’s 

lives for the entire century and its reverberations are still felt today.7 More than 20 long-stay 

hospitals were built or developed across Scotland, often distant from the main population area, 

which permanently housed over 7000 children and adults by the 1960s.8  

“Hospitals functioned as their own communities with their own education, work, leisure, health and 

social care services.”9 

During the 1950s and 1960s, a number of significant events brought the appropriateness of 

institutional care for people with a learning disability into question.10 These events began to pave 

the way for the eventual introduction of community care for this group and were undoubtedly 

affected by the increasing influence of the human and civil rights movements that culminated in the 

European Convention on Human Rights (ECHR) in the 1950’s.11 Segregation in long-stay hospitals 

was incompatible with the full enjoyment of human rights of people with learning disabilities and 

there was a slow realisation that change was needed.12 In the 1960s, a number of reports into the 

state of institutional care in Great Britain identified impoverished and squalid living conditions, a lack 

of privacy for patients, an emphasis on predominantly physical care and custodial attitudes among 

staff.13 The most famous of these was the ‘Report of the Committee of Enquiry into Ely Hospital’. 14  

                                                           
6 Wolfensberger, W., ‘Normalisation’ (1972) The Principle of Normalisation in Human Services, National Institute of Mental Retardation, 
Toronto. 

7 Scottish Consortium for Learning Disability (SCLD), The National Confidential Forum: Estimating the number of people with learning 
disabilities placed in institutional care as children, 1930 – 2005, October 2014, p14. Available at: http://www.scld.org.uk/wp-
content/uploads/2015/06/ncf_report.pdf accessed on 18/11/15. 

8 Ibid., p14. 

9 Scottish Government. (2004) Home at last? The same as you? National Implementation Group Report of the short-life working group on 
Hospital Closure and Service Reprovision. Edinburgh: Scottish Office. p.5. Available at: 
http://www.scotland.gov.uk/Publications/2004/01/18741/31584 accessed on 7 July 2014.   

10 Atherton, H., ‘Getting it right together – Unit 2 – A brief history of learning disability’, University of Leeds, (2005) NHS QIS GIRT V1.0, 
p49; Royal Commission on the Law Relating to Mental Illness and Mental Deficiency (Percy Commission): Minutes, Papers and Reports 
1957, p207. 

11 United Nations Universal Declaration of Human Rights (Paris, 1948), available: at 
http://www.ohchr.org/EN/UDHR/Documents/UDHR_Translations/eng.pdf , accessed on: 12/11/15; European Convention on Human 
Rights (ECHR) (1950), available at: http://www.echr.coe.int/Documents/Convention_ENG.pdf , accessed on 12/11/15. 

12 Scottish Consortium for Learning Disability (SCLD), The National Confidential Forum: Estimating the number of people with learning 
disabilities placed in institutional care as children, p26. 

13 Atherton, H., ‘Getting it right together – A brief history of learning disability’, p49. 

14 Department of Health and Social Security. (1969) Report of the Committee of Inquiry into Allegations of Ill – Treatment of Patients and 
other irregularities at the Ely Hospital, Cardiff. Cmnd 3975. London: HMSO. 

http://www.scld.org.uk/wp-content/uploads/2015/06/ncf_report.pdf
http://www.scld.org.uk/wp-content/uploads/2015/06/ncf_report.pdf
http://www.scotland.gov.uk/Publications/2004/01/18741/31584
http://www.ohchr.org/EN/UDHR/Documents/UDHR_Translations/eng.pdf
http://www.echr.coe.int/Documents/Convention_ENG.pdf
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In addition to this, these reports followed a number of sociological studies undertaken in the 1950s 

which demonstrated that a significant number of people living in institutions had both the 

intellectual and social capabilities to live adequately in the community.15  

In 1957, the recommendations of the Royal Commission on the Law relating to Mental Illness and 

Mental Deficiency paved the way for the new Mental Health Act (1959).16 This ended compulsory 

certification, enabling the discharge of many people with learning disabilities from long stay 

institutions.17  

We can see the early 1970s as a watershed, the time when policy makers adopted the relatively 

optimistic ideas associated with researchers who made the case for regarding people with mental 

handicaps as able to benefit from a comfortable environment, contact with the wider world and 

education.18 Community care was now shifting to exclude residential care of the hostel type, to free 

up resources to use on non-institutional provision such as home and day care.19 In 1971, the White 

Paper Better Services for the Mentally Handicapped was introduced in Great Britain, advocating a 

50% reduction in hospital places by 1991 and an increase in the provision of local authority-based 

residential and day care.20 The Scottish Home and Health Department followed shortly after with a 

Scottish policy memorandum, Services for the mentally handicapped, in 1972.21 These documents 

were a catalyst for change in learning disability services in the United Kingdom.22 In 1979, The Jay 

Report re-emphasised the need for local authority-led care and, importantly, a service philosophy 

based on the principles of normalisation.23 The concept of normalisation was initially defined as a:  

‘[Utilisation] of means which are as culturally normative as possible in order to establish and/or 

maintain personal behaviours and characteristics which are as culturally normative as possible.’24  

In the UK, the principles of normalisation adopted were those interpreted by O’Brien and Tyne as 

the five service accomplishments.25 These have become the developmental goals which 

organisations then and now strive towards and are summarised in Appendix B. 

                                                           
15 Atherton, H., ‘Getting it right together – A brief history of learning disability’, p49. 

16 Department of Health for Scotland and Scottish Health Services Council. (1957) Mental Deficiency in Scotland. Report by a Sub-
Committee of the Standing Medical Advisory Committee. Edinburgh: HMSO.   

17 Ibid.   

18 Welshman, J. and Walmsley, J. (Eds) (2006) Community Care in Perspective: Care, Control and Citizenship, Basingstoke, Palgrave 
Macmillan, p17. 

19 Ibid., p39. 

20 Scottish Home and Health Department and Scottish Education Department. (1972) Services for the mentally handicapped. 
Memorandum from the Scottish Home and Health Department and Scottish Education Department. Edinburgh. 

21 Ibid. 

22 Scottish Consortium for Learning Disability (SCLD), The National Confidential Forum: Estimating the number of people with learning 
disabilities placed in institutional care as children, p28. 

23 Atherton, H., ‘Getting it right together – A brief history of learning disability’, p49; Wolfensberger W., and Glenn, L., (1975). Program 
analysis of service systems: A method for the quantitative evaluation of human services (3rd ed.) Vol. I: Handbook. Vol II: Field manual. 
Toronto, ON: National Institute on Mental Retardation. (PS) 

24 Wolfensberger, W., ‘Normalisation’ (1972) The Principle of Normalisation in Human Services. 
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Since the introduction of O’Brien and Tyne’s five service accomplishments into the UK, there has 

been a steady stream of policy and legislative documents which have influenced service provision for 

people with learning disabilities.26 In 1989, the White Paper ‘Caring for People’ confirmed the 

Government’s commitment to the development of locally based health and social care services.27 

Following this, the Government introduced The NHS and Community Care Act (1990) to provide the 

necessary support structures to enable (when possible) people to remain in their own homes, 

thereby reducing the demand for long-term care.28 These structures included an increase in the 

range of care at home, respite and day services, including the promotion of independent care 

options and a greater emphasis on supporting informal carers.29 Furthermore in 1992 the 

Department of Health issued a Local Authority circular on Social Care for Adults with a learning 

disability which stated that “few, if any, people need to live in hospitals.”30 

Central to these developments was the provision of a service that would be tailored to the needs of 

individuals, as well as the introduction of community care assessments that would be undertaken by 

social services with the assistance of healthcare professionals.31  

The rate of deinstitutionalisation for people with a learning disability residing in long stay hospitals in 

Scotland has been a much slower process than that observed in other parts of the UK.32 In 2000, 

however, ‘The Same as You?’ detailed a comprehensive review of services for people with learning 

disabilities in Scotland, including a series of recommendations for future development.33 In addition 

to changes in day care provision and the opportunity for people with learning disabilities (through 

the introduction of personal life plans and direct payments) to have more control over their lives, it 

also outlined plans for the closure of Scotland’s remaining long stay institutions by 2005.34 Whilst 

criticism continues to be lodged at the speed to which this process has been undertaken35, it is clear 

that the range of services available to people with learning disability in Scotland continues to grow 

and reflect the diversity of needs associated with this group.36 In addition, recently implemented 

                                                                                                                                                                                     
25 Atherton, ‘Getting it right together – A brief history of learning disability’, p50. 

26 Ibid., p49; Watchman, Learning disability and dementia, p11. 

27 Atherton, ‘Getting it right together’, p49. 

28 McKay, Colin and Patrick, Hilary. (1995) The care maze. The law and your rights to community care in Scotland. Glasgow: ENABLE & 
Scottish Association for Mental Health. p.2. 

29 Atherton,  ‘Getting it right together’, p50; In the 1980s, this was redefined as ‘social role valorisation’ to include reference to strategies 
used in the creation, support and defence of valued social roles for people at risk of devaluation; Welshman, J. and Walmsley, J. (Eds) 
(2006) Community Care in Perspective, p39. 

30 Department of Health (1992) Social Care for Adults with Learning Disabilities (Mental Handicap): Local Authority Circular: London: 
Department of Health. 

31 Atherton, ‘Getting it right together’, p51. 

32 Ibid. 

33 Scottish Government. (2000) The same as you? A review of services for people with learning disabilities. Edinburgh: Scottish Executive. 
p.38. 

34 Ibid. 

35 Mitchell, D. (2001) ‘Scotland puts learning disabilities centre stage’. Society Guardian. Available at: 
http://society.guardian.co.uk/socialcare/story/0,7890,465057,00.html accessed on 03/12/15. 

36 Atherton, H.L. (2000) ‘Our friends in the north’. Nursing Times, 96(38), 30– 31. 

http://society.guardian.co.uk/socialcare/story/0,7890,465057,00.html
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legislation has sought to consolidate both the human and civil rights of this group of people. The 

Adults with Incapacity (Scotland) Act (2000) is a piece of legislation yet to be replicated in other parts 

of the UK and is therefore unique to Scotland.37 It seeks to protect the decision-making rights of 

people with learning disabilities and ensures appropriate support to those without the necessary 

capabilities.38 

The Local Context: the Perth and Kinross Learning Disabilities Strategy 2016-2019 

The Perth and Kinross Learning Disabilities Strategy 2016-2019 includes plans to develop services 

that respond effectively to the increasing number of older people with a learning disability living in 

Perth and Kinross. 

‘Better Lives - for people growing older with a learning disability and their families” is the key 

element of the local Strategy that pro-actively addresses the critical need to prevent crisis and 

prepare for what is frequently referred to as a demographic ‘time-bomb’. People with learning 

disabilities are living much longer. By 2030 there will be a 164% increase in adults with learning 

disabilities over 80 using social care.39 This brings with it increased risk of developing the conditions 

of older age, one of which is dementia. This and many other stark facts point to an urgent need for 

health and social care services to prepare now for the unique needs of this group who will present 

with multiple and complex needs, syndrome specific risks and challenges.  

Recent interviews with a range of local service providers confirms they do not consider themselves 

to be fully ready in terms of knowledge, skills and capacity to respond to these emerging needs. 

What we need to prevent is going backwards after how far we have come in our understanding and 

care and support of people with a learning disability.  People are once again at risk of being defined 

by their diagnosis or being placed in an inappropriate setting. To avoid this, people with a learning 

disability who develop dementia need to have a sure, coherent, consistent, adequately funded and 

resourced service based on informed and evidence-based research and practice.40 

 

 

 

 

 

 

                                                           
37 Scottish Government, Adults with Incapacity (Scotland) Act 2000. Available at: 
http://www.legislation.gov.uk/asp/2000/4/pdfs/asp_20000004_en.pdf accessed on 18/11/15 

38 Atherton, ‘Getting it right together’, p51. 

39 Turner, S., Bernard, C., ‘Supporting older people with learning disabilities: a toolkit for health and social care commissioners’, British 
Institute of Learning Disabilities (BILD) and NDTi (2014), p4. 

40 Watchman, Learning disability and dementia, p11. 

http://www.legislation.gov.uk/asp/2000/4/pdfs/asp_20000004_en.pdf
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Main worldwide findings from literature: 

 Estimates show that by 2030, there will be a 30% increase in the number of adults with 

learning disabilities aged 50 and over using social care services in the UK. 41 

 The number of people with Down syndrome surviving to over 40 years old has been 

estimated to have doubled in Northern European countries since 1990. 42  

 There is a markedly higher prevalence of Alzheimer’s disease in this group - onset can be 30 

years earlier, is more rapid and results in a shorter life expectancy than the general 

population. Some studies show prevalence of 75% in those aged 65 and over.43 

 A recent Netherlands study found people with Down Syndrome ages 45 and over up to the 

age of 60 the prevalence of dementia doubled with each five-year interval up to the age of 

49 where prevalence =  8.9%   age 50-54 = 17.7%    age 55-59 = 32.1%.44  

 All people with learning disabilities are at greater risk of developing dementia than the 

general population (22% versus 6% aged 65 and above).45 

 According to ‘Dementia and People with Intellectual Disabilities’, nearly 70% of older adults 

with Down’s syndrome would be likely to develop dementia symptoms if they all lived to the 

age of 70.46 

 The number of people with learning disabilities in the population is and always has been 

higher than the number known to services.47 

For these reasons, the Better Lives project seeks to realise a range of sustainable service 

developments; care co-ordination, preventative approaches, the development of social capital 

across our communities, workforce development and third sector support to meet the needs of this 

emerging population. These developments are detailed in the Framework for Delivery in Appendix A. 

 

 

 

                                                           
41 Turner, S., Bernard, C., ‘Supporting older people with learning disabilities: a toolkit for health and social care commissioners’, British 
Institute of Learning Disabilities (BILD) and NDTi (2014), p4. 

42 De Graff, G., Vis, JC., Haveman, M., Gill, M. and Lawlor, BA. (1999) Assessment of prevalence of persons with Down’s syndrome: A 
theory-based demographic model. Journal of Applied Research in Intellectual Disability Research in Intellectual Disabilities 24, 3, 247-262. 

43 De Graff, Assessment of prevalence of persons with Down’s syndrome, 247-262. 

44 Coppus, A., Evenhuis, H., Verberne, GJ. et al. (2006) Dementia and mortality in persons with Down’s’s syndrome. Journal of Intellectual 
Disability Research 50, 10, 768-777. 

45 The British Psychological Society, ‘Dementia and People with Intellectual Disabilities’: ‘Supporting older people with learning disabilities: 
a toolkit for health and social care commissioners’, British Institute of Learning Disabilities (2014) available at: 
http://onlinelibrary.wiley.com/doi/10.1111/j.1468-3156.2008.00529.x/pdf accessed on: 02/12/14, p28 

46 Ibid. 

47 Emerson, E., Hatton, C. (2011), Estimating the Future Need for Adult Social Services for People with Learning disabilities in England: An 
Update. Improving Health and Lives: Learning Disability Observatory, available at www.improvinghealthandlives.org.uk accessed on 
07/11/14 

http://onlinelibrary.wiley.com/doi/10.1111/j.1468-3156.2008.00529.x/pdf
http://www.improvinghealthandlives.org.uk/
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The Policy Context to the Better Lives in Older Age Project 

For a detailed description of policy and legislation related to this project, please see Appendix C. 

                                                           
48 Scottish Government, The Reshaping Care for Older People: A Programme for Change 2011-2021. Available at: 

http://www.scotland.gov.uk/Resource/0039/00398295.pdf, accessed on 28/01/15. 

49 Scottish Government. Safe, Effective and Person-centred: The Scottish Government 2020 Vision, available at: 

http://www.scotland.gov.uk/Topics/Health/Policy/2020-Vision accessed on 16/12/14 

50 The Scottish Social Services Council (SSSC), Promoting Excellence Framework, available at: http://www.sssc.uk.com/workforce-

development/supporting-your-development/promoting-excellence-in-dementia-care accessed on: 15/12/15 

Scottish Government Key Policy 

‘The Keys to Life – Improving 
Quality of Life for people with 
Learning Disabilities’ 

Scotland’s 10 year learning disability strategy launched in June 2013 
by the Scottish Government. There are 52 recommendations in this 
strategy, the majority of which are aimed at health. It builds on the 
success of ‘The same as you?’, the previous strategy which was 
published in 2000 following a review of services for people with 
learning disabilities. 

The Reshaping Care for Older 
People 

A Scottish Government initiative aimed at improving services for 
older people by shifting care towards anticipatory care and 
prevention. A programme for change 2011-202148 sets out their 
vision and has been produced in consultation with the people of 
Scotland, politicians and professionals both locally and nationally. 

Safe, Effective and Person-centred: 
The Scottish Government 2020 
Vision 
 

The Scottish Government's 2020 Vision is that by 2020 everyone is 
able to live longer healthier lives at home, or in a homely setting 
and, that we will have a healthcare system where: 

 We have integrated health and social care 

 There is a focus on prevention, anticipation and supported self-
management 

 Hospital treatment is required, and cannot be provided in a 
community setting, day case treatment will be the norm 

 Whatever the setting, care will be provided to the highest 
standards of quality and safety, with the person at the centre of 
all decisions 

 There will be a focus on ensuring that people get back into their 
home or community environment as soon as appropriate, with 
minimal risk of re-admission49  

The Scottish Social Services Council 
(SSSC) Promoting Excellence 
Framework 

The SSSC and NHS Education for Scotland’s (NES) learning 
framework to help people develop the right knowledge and skills for 
working with people living with dementia. 
 
Promoting Excellence defines four levels of knowledge and skills 
which can help to identify learning needs and plan appropriate 
learning activities.50   
 

http://www.scotland.gov.uk/Resource/0039/00398295.pdf
http://www.scotland.gov.uk/Topics/Health/Policy/2020-Vision
http://www.sssc.uk.com/workforce-development/supporting-your-development/promoting-excellence-in-dementia-care
http://www.sssc.uk.com/workforce-development/supporting-your-development/promoting-excellence-in-dementia-care
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51 Scottish Government, Adults with Incapacity (Scotland) Act 2000. Available at: 
http://www.legislation.gov.uk/asp/2000/4/pdfs/asp_20000004_en.pdf accessed on 18/11/15 accessed on 20/08/14.   

52 Scottish Government, The Mental Health (Care and Treatment) (Scotland) Act 2003. Available at: 
http://www.legislation.gov.uk/asp/2003/13/contents accessed on 12/08/14 

53 Scottish Government, The Adult Support and Protection (Scotland) Act 2007. Available at: http://www.gov.scot/Topics/Health/Support-
Social-Care/Adult-Support-Protection accessed on 12/08/14 

54 Scottish Government (2014) Public Bodies (Joint Working) (Scotland) Act 2014, available at: 
http://www.legislation.gov.uk/asp/2014/9/pdfs/asp_20140009_en.pdf accessed on 08/10/14 

Scottish Government Key Legislation 

Adults with Incapacity (Scotland) 
Act 2000 
 

This Act provides a framework for safeguarding the welfare and 
managing the finances of adults who lack capacity due to mental 
disorder or inability to communicate.51 

Mental Health (Care and 
Treatment) (Scotland) Act 2003 
 

This Act applies to people who have a mental illness, learning 
disability or related condition.  The Mental Health Act sets out: 

 When and how people can be treated if they have a mental 
disorder 

 When people can be treated or taken into hospital against 
their will 

 What people's rights are, and the safeguards which ensure 
that these rights are protected.52 
 
 

Adult Support and Protection 
(Scotland) Act 2007 
 

This Act seeks to protect and benefit adults at risk of being harmed. 
The Act requires councils and a range of public bodies to work 
together to support and protect adults who are unable to safeguard 
themselves, their property and their rights. 

It provides a range of measures which they can use. The public 
bodies are required to work together to take steps to decide 
whether someone is an adult at risk of harm, balancing the need to 
intervene with an adult's right to live as independently as possible.53 

Public Bodies (Joint Working) 
(Scotland) Act 2014 
 

This Act will put in place: 

 Nationally agreed outcomes, which will apply across health and 
social care, and for which NHS Boards and Local Authorities will 
be held jointly accountable 

 A requirement on NHS Boards and Local Authorities to integrate 
health and social care budgets 

 A requirement on Partnerships to strengthen the role of 
clinicians and care professionals, along with the third and 
independent sectors, in the planning and delivery of services 

Partnerships will be jointly accountable to Ministers, Local 
Authorities, NHS Board Chairs and the public for delivering the 
nationally agreed outcomes.54 

 

http://www.legislation.gov.uk/asp/2000/4/pdfs/asp_20000004_en.pdf%20accessed%20on%2018/11/15
http://www.legislation.gov.uk/asp/2003/13/contents
http://www.gov.scot/Topics/Health/Support-Social-Care/Adult-Support-Protection
http://www.gov.scot/Topics/Health/Support-Social-Care/Adult-Support-Protection
http://www.legislation.gov.uk/asp/2014/9/pdfs/asp_20140009_en.pdf
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55 Scottish Human Rights Commission (SHRC), available at: http://scottishhumanrights.com/ accessed on: 08/12/14 

56 United Nations, ‘ Convention on the rights of persons with disabilities’,  (2010), p20-p21, available at 
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/238405/7905.pdf accessed on 7/12/13 

57 Ibid. 

58 Ibid., p20-p21  

59 Ibid. 

60 Scotland’s National Action Plan for Human Rights 2013-2017, (SNAP), Scottish Human Rights Commission (SHRC), available at 
http://www.scottishhumanrights.com/application/resources/documents/SNAP/SNAPpdfWeb.pdf accessed on 08/12/14, p8. 

61 Ibid. 

Human Rights, Social Inclusion and Safety 
 
Scottish Commission for Human Rights  
 

The Scottish Human Rights Commission is an 
independent public body with a broad remit to protect 
and promote human rights for everyone in Scotland. This 
includes the human rights guaranteed by the European 
Convention on Human Rights, which are brought into 
Scottish law by the Scotland Act 1998 and Human Rights 
Act 1998. It also includes other human rights guaranteed 
by international treaties and conventions that the UK has 
ratified. 
Our duties, powers and functions are set out in 
the Scottish Commission for Human Rights Act 2006.55 

The United Nations and Human Rights 
Convention on the rights of persons with 
disabilities  

This has served as a major catalyst in the global 
movement from viewing persons with disabilities as 
objects of charity, medical treatment and social 
protection towards viewing them as full and equal 
members of society, with human rights.56 Also, this is the 
only human rights instrument with an explicit sustainable 
development dimension.57 
 
Article 25 (Health) of the UN Conventions on the rights of 
persons with disabilities states that all States Parties 
recognize that persons with disabilities have the right to 
the enjoyment of the highest attainable standard of 
health without discrimination on the basis of disability.58 
States Parties shall take all appropriate measures to 
ensure access for persons with disabilities to health 
services that are gender-sensitive, including health-
related rehabilitation.59  
 

The Scottish National Action Plan (SNAP) Led by the Scottish Human Rights Commission, SNAP 
responds to the current political and economic context in 
Scotland.60 It fits with the ethos of Public Service Reform 
and the need to ensure that public services and economic 
decisions promote human dignity for all, even in times of 
austerity.61  

http://scottishhumanrights.com/
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/238405/7905.pdf
http://www.scottishhumanrights.com/application/resources/documents/SNAP/SNAPpdfWeb.pdf
http://www.echr.coe.int/Documents/Convention_ENG.pdf
http://www.echr.coe.int/Documents/Convention_ENG.pdf
http://www.legislation.gov.uk/ukpga/1998/46/section/1
http://www.legislation.gov.uk/ukpga/1998/42/body
http://www.legislation.gov.uk/ukpga/1998/42/body
http://www.legislation.gov.uk/asp/2006/16/pdfs/asp_20060016_en.pdf
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Methodology 

Research for this paper involved both qualitative and quantitative methods being used in the form of 

information and data gathering, interviews and surveys.  Firstly, 

Qualitative methods: 

• Setting out the Local and National Policy Context in line with this Project; 

 

• Good Practice Examples – researching and profiling services to put forward 

recommendations through visits to Community Services, Care Homes and third sector/ 

private organisations  

 

• Interviews with members of staff on site, taking notes and observations of the services 

provided. Spontaneous and informal discussions were also held with some service users 

during visits to residential or day opportunities.  The researcher was able to quantify these 

results by reading and analysing the interview answers, categorising into themes and making 

general statements and findings about current services for people with a learning disability 

in Perth and Kinross; 

 

• Focus groups with the Learning Disability Provider Forum on what is working well and what 

is not working well in their service in relation to caring and supporting older adults with a 

learning disability. 

Quantitative methods: 

• Data gathering – collecting information on how many people there are with learning 
disabilities who are growing older in Perth and Kinross; how many carers (relative or other) 
are living with or supporting those individuals to live as independently as possible; 

 
• Demographics – using the data gathered to map where these people are, and where 

resources need to be; 
 

• Questionnaires were given to service providers with open and closed questions about 
current services, care packages, methods used, as well as provision for future planning. 
When sufficient responses were gathered, they were analysed - pinpointing themes, 
examining and recording patterns, and considered alongside results and findings from other 
research methods. 

 
• The Better Lives Survey 2015 (detailed on the next page) 
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The Better Lives Survey 2015  

The Perth and Kinross Keys to Life Strategy Group conducted a survey between June and August 

2015 to inform the project of the needs of people with a learning disability as they grow older, and 

to get more of an understanding of what is going well and what areas are in need of improvement 

for them, and their families and carers in Perth and Kinross.  

The survey was developed online in Easy Read version for people with learning disabilities to answer, 

as well as a standard format being developed online for families, carer’s and members of staff to 

answer.  

The main themes that were asked in the survey included: living arrangements, talking about growing 

older and planning for the future, help and support, illnesses, exercise, diet, friends and 

relationships, loneliness, and mental health and wellbeing. 

An analysis of responses took place in collaboration with PUSH to identify areas for improvement. In 

total, 

 

 45 people (39.1%) with a learning disability responded  

 30 family carers (26.1%) responded 

 40 members of staff (34.8%) responded. 62 

Generally, the survey showed that both individuals with a learning disability (86.4%) and their 

families (96.2%) are happy about where they are living and being supported to grow older in Perth 

and Kinross. However, the survey also highlighted a number of key areas for improvement which are 

outlined in the following sections.63 

 

 

 

 

 

 

 

 

 

 
                                                           
62 Perth and Kinross Better Lives in Older Age Survey: for people growing older with a learning disability, June to August 2015. 

63 Ibid. 
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Findings 

The Current Global Picture of the Ageing Population of People with Learning Disabilities  

Recent evidence suggests that older people are one of the fastest growing groups of the learning 

disability population.64 There have been significant improvements in the mean life expectancy of 

people with learning disabilities from an estimated 18.5 years in the 1930s to 66 years in the 

1990s.65 

Some people with a diagnosed learning disability carry a greater predisposition to the early onset of 

age-related health problems due to genetic factors, secondary medical conditions and unmet health 

needs that have arisen from unequal access to services. Understanding the effects of ageing among 

this group – including the increased risk of developing dementia – has therefore become increasingly 

important. Estimates show that by 2030, there will be a 30% increase in the number of adults with 

learning disabilities aged 50 and over using social care services in the UK.66 It can therefore be 

deduced that, at least in the developed world, there is now a much larger proportion of people with 

an intellectual disability living into older adulthood, with associated increased rates of age-related 

conditions, including dementia.67 

There are unreliable population counts, locally and nationally, of adults with a learning disability who 

are affected by mild cognitive impairment and dementia, and more effort is needed to create a more 

reliable estimate of this population. However, estimating prevalence rates of dementia can be 

problematic because of a number of methodological issues, which are explored further on page 30. 

However, there is evidence from several studies that people with intellectual disabilities have an 

increased risk of developing dementia compared to that observed in the general population. In 

particular, those with Down’s syndrome (trisomy 21 type, being the most common form of Down’s 

syndrome) have an earlier age-related risk of developing dementia of the Alzheimer type. There is 

very limited research investigating the specific risk of dementia and other age-related disorders in 

those with other specific syndromes, some of which are associated with a reduced life expectancy, 

or with autism spectrum disorder.68 

 

                                                           
64 Emerson, E and Hatton, C (2011) Estimating the Future Need for Adult Social Services for People with Learning disabilities in England: An 
Update. Improving Health and Lives: Learning Disability Observatory www.improvinghealthandlives.org.uk; Downs Syndrome Scotland 
(DSS (2014):  “Life expectancy for people with Down’s syndrome has increased to 60 years and older”. Available at 
http://www.dsscotland.org.uk/Resources/Downs%20Syndrome%20Scotland/PDF%20Files/Fact%20sheet.pdf accessed on 24/10/14; 
Dodd, K., ‘Dementia and People with Learning Disabilities’, Surrey and Borders Partnership NHS Trust (Undated): “On average, people with 
Down’s Syndrome lived to 9.9 years (male) and 12 years (female) in 1930. On average, people with Down’s Syndrome live to their mid-50’s 
now.”; ‘The incidence and prevalence of dementia in people with an intellectual disability is not decreasing. On the contrary, the issue will 
increase internationally as this population continues to enjoy a longer life expectancy, and develops later life conditions.’ Watchman, 
‘Learning disability and dementia’, p13. 

65 Braddock, D. (1999). Aging and developmental disabilities: demographic and policy issues affecting American families. Mental 

Retardation, 37, 155-161. 

66 Turner, S., Bernard, C., ‘Supporting older people with learning disabilities: a toolkit for health and social care commissioners’, British 
Institute of Learning Disabilities (BILD) and The National Development Team for Inclusion (NDTi) (2014), p4. 

67 Watchman, ‘Learning disability and dementia’, p24. 

68 The British Psychological Society, ‘Dementia and People with Intellectual Disabilities’, p9. 

http://www.improvinghealthandlives.org.uk/
http://www.dsscotland.org.uk/Resources/Downs%20Syndrome%20Scotland/PDF%20Files/Fact%20sheet.pdf
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Summary of National Level Data – Learning Disability Statistics Scotland (LDSS) 2014 

Issues with data gathering 
 
Data is an issue that needs to be resolved to provide accurate up to date figures and rates for future 
planning and commissioning of services – given that there is no centrally held data on the number of 
people with learning disabilities and that where data is held by local authorities that data relates 
only to those who are known to services, it is impossible to accurately state the total population of 
people with learning disabilities.69 The information in this report is intended to provide a picture of 
the situation only, and is not an accurate account of how many people there are with learning 
disabilities growing older in Perth and Kinross. 
 
Furthermore, when calculating how many people with a learning disability may have dementia, 

when estimates are not accurate, this results in uncertain prevalence rates. Given these 
limitations, the true numbers of people with a learning disability and dementia may be 
somewhat lower or somewhat higher. Additionally, as this is a specific group with special 
characteristics that mean the prevalence of dementia will differ from the national average.  
 
 

Adults with Learning Disabilities known to Scottish Local Authorities  
 
The Scottish Consortium for Learning Disability collects statistics about adults with learning 

disabilities who are known to local authorities in Scotland. This project is called Learning Disability 

Statistics Scotland (LDSS). In 2014, 31 local authorities provided information on 26,452 adults across 

Scotland. 70 

The most recent figures from the Scottish Consortium for Learning Disability show that in 2014, 
there were 26,786 adults known to local authorities across Scotland. This equates to 6.0 people with 
learning disabilities per 1,000 people in the general population.71  
 
The number of adults with learning disabilities known to Scottish local authorities has increased by 

550, from 26,236 in 2013 to 26,786 in 2014. This is an increase of 2.1%. The majority of local 

authorities experienced a slight increase in the number of adults with learning disabilities known to 

them.72 

The figures included in LDSS are those adults with learning disabilities known to local authorities and 

reported to SCLD. There will be adults with learning disabilities not known to local authorities and 

possibly some who are known but not reported. These adults are not included in the reported 

figures.73 

 

                                                           
69 Butcher, T., (2009), ‘Looking to the Future: Ageing and Learning Disability Services’. 

70 Scottish Consortium for Learning Disability (SCLD) Statistics Release: Learning Disability Statistics Scotland (LDSS) (2014). Available at 
http://www.scld.org.uk/wp-content/uploads/2015/08/Learning-Disability-Statistics-Scotland-2014-report.pdf , accessed on 17/08/15. 

71 Ibid. 

72 Ibid. 

73 Ibid. 

http://www.scld.org.uk/wp-content/uploads/2015/08/Learning-Disability-Statistics-Scotland-2014-report.pdf
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Summary of Perth and Kinross Data – Learning Disability Statistics Scotland (LDSS) 2014 

Perth and Kinross has the lowest count per 1,000 with 3.7 per 1,000 giving a total of 460 adults 

known to Perth and Kinross with a learning disability.74 

Perth and Kinross will see an estimated 17% increase in the number of adults with learning 

disabilities between 2017 and 20377576 

Gender 

From this 460 total, 267 (58%) were male and 193 (42%) were female; for the 35 and over age 

bracket the total number was 255 with 140 (55%) males and 115 (45%) females.77   

Ethnicity 

The majority (96%) of adults with learning disabilities known to Perth and Kinross Council were 
recorded as ‘white’. In 2014, only 2% (9 people) were recorded as being from a black/minority ethnic 
background and 1% (3 people) were recorded as bring ‘travellers’. The ethnicity was unknown for 1% 
(5 people) in Perth and Kinross.78 
 

Census 2011 
 
Comparisons with the LDSS data collected on adults aged between 39 and 59 highlight that there is a 
greater prevalence of male adults with a learning disability in this age group in Perth and Kinross.  
From the 128 adults identified aged between 39 and 59, 84 were men representing 65.6% of the 
total within this age group.79 
 
For a detailed analysis of this population’s figures and projections, please see Appendix D. 

 
 
 
 

 

                                                           
74 Scottish Consortium for Learning Disability (SCLD) Annex B: Local Authority Level Learning Disability Statistics Scotland (2014), available 
at: http://www.scld.org.uk/wp-content/uploads/2015/08/Annex-B-2014.pdf , accessed on 17/08/15. 

Please note: the following data analysis of adults with learning disabilities known to Perth and Kinross Council took place using draft data 
in January 2015. At that time, there were 462 adults with learning disabilities known to Perth & Kinross Council. The SCLD published the 
most up to date LDSS report on 12th August 2015 which gives a figure of 460 adults with learning disabilities known to Perth & Kinross 
Council. This has resulted in a difference of 2 from the total figure in January 2015 to the total figure published in August 2015.74 This may 
be due to individuals being deceased after the time that data was initially analysed. This is why there may be some slight difference (0.4%) 
in the following analysis. 

75 These figures are estimated projections taken from Scottish Consortium for Learning Disability (SCLD) Statistics Release: Learning 

Disability Statistics Scotland (LDSS) (2014) 

76 General Registers of Scotland “Population Projections for Scottish Areas (2012-based) available at www.gro-

scotland.gov.uk/statistics/theme/population/projections/sub-national/2012-based/tables.html 

77 SCLD Annex B: Local Authority Level Learning Disability Statistics Scotland (2014) 

78 SCLD Statistics Release: Learning Disability Statistics Scotland (LDSS) (2014) 

79 Ibid. 

http://www.scld.org.uk/wp-content/uploads/2015/08/Annex-B-2014.pdf
http://www.gro-scotland.gov.uk/statistics/theme/population/projections/sub-national/2012-based/tables.html
http://www.gro-scotland.gov.uk/statistics/theme/population/projections/sub-national/2012-based/tables.html
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Learning Disability and Age Related Conditions in literature 
 
People with learning disabilities, especially people with less severe learning disabilities, are more 

likely to be exposed to common ‘social determinants’ of (poorer) health such as poverty, poor 

housing conditions, unemployment, social disconnectedness and overt discrimination.80 This can 

lead to a greater risk of obesity and age-related diseases including hypertension, diabetes, heart 

disease, stroke, arthritis and respiratory disease.81 Overall, older people with learning disabilities are 

2.5 times more likely to experience health problems than other people.82  

People with learning disabilities are also more likely to develop other conditions common in older 
age – such as osteoporosis and diabetes – when they are younger, and services to address these 
conditions may not provide appropriate support to people who also have learning disabilities. For 
example, dementia services may not cater well for people who have developed dementia in middle 
age.83 
 
People with learning disabilities may have difficulty in recognising their health needs and accessing 
appropriate support, and lead unhealthy lifestyles, in relation to diet and exercise, which may 
disadvantage them as they age.84 Ageing may then represent a traumatic range of transitions and 
uncertainties, and vulnerability to mental health problems may arise as housing, health and social 
and psychological support is disrupted.  
 
Accessing health and support services may be difficult for people with learning disabilities, unless 
they have well-informed advocacy. There are many features that may make access to care services 
problematic, and some of these are more strongly associated with people with learning disabilities: 
for example, communication difficulties, sensory impairment, and language.85 
 

People with Communication Difficulties, and/or Sensory Impairment 
 
The World Health Organisation has recognised that people with learning disabilities have rates of 
age related conditions that are comparable to or even higher than that of the general population 
and that sensory impairments appear to constitute an area of special vulnerability.86 
 
People with learning disabilities are more likely than the general population to have related sensory 
and physical impairment which may impede communication with carers. Communication strategies, 
quality of services, choice and control, and safeguarding are important issues for people with 
communication difficulties, whatever their cause.87 Sensory impairment and communication 

                                                           
80 Emerson and Baines, S., (2010) ‘Health Inequalities and People with Learning Disabilities in the UK’ , Improving Health and Lives, 
Learning Disability Observatory. 

81 Ibid. 

82 Department of Health (2001) Valuing People: A New Strategy for Learning Disability in the 21st Century. London: Department of Health 

83 National Institute for Health and Care Excellence (NICE) Guidelines Equality Impact Assessment, 11th August 2015. 

84 BILD, (2014), ‘Supporting Older people with learning disabilities’. 

85 National Institute for Health and Care Excellence (NICE) Guideline Scope for consultation, Older people with learning disabilities, 11th 
August to 8th September 2015. 

86 Evenhuis, H., Henderson, C. M., Beange, H., Lennox, N., & Chicoine, B., (2000), ‘Healthy Ageing – Adults with Intellectual Disabilities: 
Physical Health Issues. Geneva: World Health Organisation (WHO). 

87 NICE Guidelines Equality Impact Assessment, 11th August 2015. 
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difficulties, including profound deafness (and possible use of BSL) and age-related sight 
degeneration, may also develop with or be exacerbated by age.88 Older adults with learning 
disabilities will also include people for whom English is not their first language and this will represent 
a further challenge to communication and involvement.89 
 

Other conditions to consider that are prevalent in the Learning Disability population 

Autism Spectrum Disorder 

Recent work on Autism spectrum disorder suggests that the condition is more prevalent than 

previously thought (more prevalent than Down’s syndrome and Cystic Fibrosis combined) and that 

more than 500,000 people have some form of Autistic spectrum disorders and 55% of these have a 

learning disability.90  

Unfortunately, there is a definite gap in the knowledge of Autism spectrum disorder and ageing with 

most research focusing on childhood and transition however ageing and Autism spectrum disorder 

does need to be considered. Autism spectrum disorder is a lifelong condition, something that needs 

to be recognised in connection to age related conditions.91 

One aspect of Autism spectrum disorder includes difficulty with social imagination meaning that 

people with Autism find it hard to cope with new or unfamiliar situations; therefore there is 

likelihood that the physical and social changes associated with ageing will be difficult for those with 

Autism, particularly if they have a learning disability.92 

Epilepsy 

The prevalence of epilepsy in those with learning disabilities increases progressively with the level of 

impairment with around 15% of those with mild/moderate disabilities having epilepsy, rising to 30% 

for more severe/profound impairments.93 

Whilst the combination of epilepsy and learning disability is associated with lower life expectancy 

research shows that only 7% of deaths in patients with epilepsy and LD appeared to be directly 

seizure related.94 

Again there appears to be a lack of research conducted into those who have learning disabilities and 

epilepsy in relation to getting older. However it does seem that late onset epilepsy may occur in 

those with Down’s syndrome (Epilepsy Action). The prevalence rate of epilepsy increased with age, 

                                                           
88 NICE Guidelines Equality Impact Assessment, 11th August 2015. 

89 Ibid. 

90 Knapp, M., Romeo, R., & Beecham, J., (2009). Economic cost of autism in the UK. Autism, 13(3), pp.317-336. 

91 Butcher, ‘Looking to the Future’, p7. 

92 Ibid. 

93 Ring, H., Zia, A., Bateman, N., Williams, E., Lindeman, S. and Himlok, K., (2009). How is epilepsy treated in people with a learning 
disability? A retrospective observational study of 183 individuals. Seizure, 18(4), pp. 264-268. 

94 Lhatto, S.D. and Sander, W.A.S.,  (2001). The Epidemiology of Epilepsy and Learning Disability. Epilepsia, 42(supplement 1), pp.6-9. 
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being particularly high (46%) in those aged over 50 years.95 One study has shown that late onset 

seizures in those with Down’s syndrome may be related to the onset of dementia96 which is likely to 

result in greater support needs.97 

Ageing Parents who have a Learning Disability  
 
Initial research has found that parents who have a learning disability are focused on the needs of 
their child and have yet to start planning for their own future and talking about growing older; 
therefore this area has not been explored in more detail in Perth and Kinross. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

                                                           
95 Visser, F. E., Kunar, S. and Prasher, V. P., (2006). Neurophysiological changes associated with Dementia in Downs Syndrome. In: V. P. 
Prasher, ed., Down Syndrome and Alzheimer’s disease: biological correlates. Abingdon: Radcliffe Publishing, pp.141-155. 

96 Gazizova, D., Dudley, A. and Tuddenham, M., (2008). Downs syndrome, dementia and epilepsy. European Psychiatry, 23(Supplement 2), 
pp. S194-S194. 

97 Butcher, ‘Looking to the Future’, p7. 
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Dementia 

There is increasing realisation that whilst people with a learning disability now enjoy a longer life 

expectancy, this brings with it an increased risk of dementia particularly for those with Down 

syndrome.98 This paper looks at Down’s syndrome in more detail than other learning disabilities as 

Down’s syndrome is the most common known cause of learning disability and because people with 

Down’s are at particular risk of dementia. Dementia is now a common factor contributing to death in 

people with Down’s syndrome in the UK, and has been found to be a factor in the death of 30% of 

older people with Down’s syndrome in Sweden.99 Studies have shown that virtually all people with 

Down’s syndrome develop the plaques and tangles in the brain associated with Alzheimer’s disease, 

although not all develop the symptoms of Alzheimer’s disease.100  

In those with a learning disability not attributable to Down’s syndrome research suggests there may 

be a higher prevalence of dementia with one study showing that it is four times more likely that a 

person with a learning disability will develop dementia than those in the general population.101 

The main differences for people with a Learning Disability and Dementia 

Dementia generally affects people with learning disabilities in similar ways to people without a 

learning disability, but there are some important differences: 

1. Diagnosis of dementia is harder, and can take longer, due to the communication difficulties 

that people may already have.  

2. The onset of dementia in people with Down syndrome is likely to be younger than the 

sporadic form of dementia that generally affects older people.102  

3. People with Down’s syndrome can develop different types of dementia such as Lewy Body 

dementia or Frontal Lobe dementia, not just Alzheimer’s disease. 

4. There are no gender differences in this respect; however the age at menopause for women 

with Down’s syndrome has been shown to be correlated with the age at dementia.103 

5. People with a learning disability (not Down’s syndrome) can live with dementia for a many 

years as people without a learning disability. For people with Down’s syndrome though, the 

progression to end stages and death is usually much quicker. 

6. While many people without a learning disability are supported by their adult children, this is 

not the case for people with a learning disability.  

                                                           
98 Watchman, ‘Learning disability and dementia’, p13. 

99 Englund, A., Jonsson, B., Zander, CS., Gustafsson, J. and Anneren, G. (2013) Changes in mortality and causes of death in the Swedish 
Down’s syndrome population. American Journal of Medical Genetics Part A, 161A, 642-649. 

100 Butcher, ‘Looking to the Future’, p6. 

101 Cooper, S. A., (1997). High prevalence of dementia among people with learning disabilities not attributable to Down’s syndrome. 
Psychological Medicine, 27(3), pp. 609-616. 
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7. Older parents may not be alive so siblings, friends, partners and previous carers play an 

important role in giving support, personal history and background information.104 

Down’s syndrome and Dementia 

When people with Down’s syndrome develop dementia, this is usually due to Alzheimer’s disease.105 

However, there is a growing awareness that people with Down’s syndrome can develop other forms 

of dementia. 

Studies have shown there is a markedly higher prevalence of Alzheimer’s disease in this group, and 

onset can be 30 years earlier: 

 1 in 50 of those aged 30 to 39 years 

 1 in 10 of those aged 40 to 49 years 

 1 in 3 of those aged 50 to 59 years 

 Some studies show prevalence of 75% in those aged 65 or over.106 

Studies have also shown that in later life almost all people with Down’s syndrome develop the 

plaques and tangles in the brain associated with Alzheimer’s disease, although not all develop the 

symptoms of Alzheimer’s.107 

Other Learning Disabilities and Dementia 

For people with learning disabilities other than Down’s syndrome, research suggests there may be a 

higher prevalence of dementia with one study showing that it is four times more likely that a person 

with a learning disability will develop dementia than those in the general population.108 

People with a learning disability other than Down’s syndrome can live with dementia for a many 

years as people without a learning disability. However, this is less well studied and symptoms can 

vary widely. For those with mild learning disabilities, dementia seems to appear and progress 

similarly to dementia in the general population. For those with more severe learning disabilities, the 

initial symptoms of dementia are often less typical, possibly involving changes in personality or 

behaviour. This can make diagnosis of dementia harder.109 
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Early-onset Dementia 

People diagnosed with dementia under the age of 65 are often described as 'younger people with 

dementia' by health and social care professionals. Other terms used include early-onset dementia or 

young-onset dementia. The symptoms of dementia may be similar regardless of a person's age, but 

younger people with learning disabilities may have different needs and require some different 

support.110  

The onset of dementia in people with Down’s syndrome is likely to be younger than the sporadic 

form of dementia that generally affects older people111, and rates may be underestimated if relevant 

age groups are excluded.112 Prasher estimated that 36.1% of this group in the age range 50-59 years 

have dementia.113 This issue has been raised by Perth and Kinross care home staff where a formal 

criterion for Residential Care homes is 65 and over. It is generally agreed that this age limit should 

not exist, and provision needs to be for all ages, especially 65 and under, as a needs-led rather than 

age-led service.114  

Based on current dementia prevalence rates for Scotland, the number of people with dementia is set 

to double within the next 25 years; in Perth and Kinross, incidents of dementia are expected to rise 

significantly between 2011 and 2017.115 The prevalence of dementia in people with Down’s 

syndrome aged 45 and over up to the age of 60 doubled with each five-year interval up to the age of 

49 where prevalence equalled 8.9%; for the age group 50 to 54, it was 17.7%; and for the age group 

55-59, it was 32.1%.116  

There are no gender differences with the above figures; however the age at menopause for women 
with Down syndrome has been shown to be correlated with the age at dementia.117 The Down’s 
Syndrome Association state that women with Down’s Syndrome reach menopause earlier than the 
general population (around 5 years in general) and that early onset of the menopause can be 
associated with osteoporosis, they also say that the emotional symptoms of menopause are 
incorrectly diagnosed as challenging behaviour.118 
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Diagnosis and Screening  

Dementia is under-diagnosed worldwide, and when a diagnosis is made it is typically at a relatively 

late stage in the disease process.119 Diagnosis of dementia is even more complex in adults with a 

learning disability due to this population having pre-existing cognitive and functional impairments 

and different presentation.120 In many cases, it can be difficult to ascertain whether a person with a 

learning disability has dementia or not in the early stages.  

General practitioners are reluctant to diagnose for a number of reasons. They have highlighted their 

lack of knowledge about community services and resources; in the early stages there could be other 

underlying conditions, unmet health needs, they may know the person’s medical needs but not the 

person and think changes in behaviour are due to possibly non-health related issues. 121 There is also 

the burden of misdiagnosing versus the burden of late diagnosis, and about how to communicate 

the diagnosis.122 A consultation exercise conducted for the National Dementia Strategy in England 

highlighted a combination of three factors contributing to low rates of detection of dementia: the 

stigma of dementia preventing open discussion, the false belief that memory problems are a normal 

part of ageing, and the false belief that nothing can be done.123 

 
Many intellectual disability provider organisations that are the primary resources for residential and 
day supports are vexed by the increasing numbers of adults with a learning disability in their services 
showing signs of early decline and dementia with potentially more demanding care needs.124 In 
many cases, staff may be unfamiliar with the signs and symptoms of mild cognitive impairment 
(MCI) or dementia and may misrepresent or ignore these changes, when early identification could 
prove beneficial.125 This has been the case with one in Perth and Kinross with Down’s Syndrome who 
has been living with early-onset dementia for some years; however, a diagnosis was only recently 
made, due to non-health related factors being viewed as the cause of change in behaviour in the 
past, when on-set would have actually occurred.126  
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Signs of early dementia can be subtle and require careful observation to identify concerns in a timely 
way. Families and staff carers can often be so close to the person that they become less able to 
recognise minor changes in functioning through adapting to the person’s needs. Similarly, for some 
people there is an absence of people who can comprehensively describe and evidence the person’s 
baseline of functioning, the role of baseline cognitive assessment becomes apparent.127 
 

Current Assessment Tools for detecting dementia in people with a Learning Disability 
 
There is growing awareness that existing dementia diagnosis tools and assessment methods are not 
suitable for most people with an intellectual disability.128 It was generally found in Perth and Kinross 
residential homes that dementia diagnosis tools and assessment methods are too intense for some 
individuals with a learning disability to cope with, particularly for those with Down’s syndrome who 
would not sit through the screening process, partly due to the behaviours of the individual making it 
very difficult to diagnose.129 Some care home staff have cared for residents for many years and know 
them well which provides staff with confidence to know the person to assess changes in their 
behaviour and then notify doctors if they think a resident needs to be assessed.130 

 

Current Services in Perth and Kinross for people with a Learning Disability and Dementia 

Within Perth and Kinross, service providers are challenged to provide the most effective and 

financially viable daily supports and long-term care.131 There is no clear comprehensive planning and 

no advisory services for dementia care and support provided to individuals with a learning disability, 

although it would be made available ‘as and when’.132 There are care homes that have more recently 

started providing information on dementia to help families understand and cope with caring for a 

relative, however they have to source this themselves and are not aware of all the useful resources 

available to them.133 There is also a lack of understanding of the stigma attached to Down’s 

syndrome including previous poor experience with services, and cultural, language and financial 

barriers that create obstacles to service utilization.134 

Discussions with staff in Perth and Kinross have highlighted the need for more understanding around 

dementia in general.135 In many residential homes, there is a strong focus on staff awareness of the 

                                                           
127 The British Psychological Society, ‘Dementia and People with Intellectual Disabilities’ p13. 

128 Watchman, ‘Learning disability and dementia’, p14. 

129 Taken from interviews with Perth and Kinross Care Home Managers and staff from October to December 2014. 
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ageing process in people with learning disabilities and the need to ensure appropriate health checks 

are done.136  

There are opportunities for supporting an effective transition from middle age to older age services 

for everyone involved. Families and staff alike need to be made aware of services that are available 

to them within Perth and Kinross such as the Growing Older with a Learning Disability (GOLD) Group, 

the Dementia Services Development Centre (DSDC) in Stirling, the Down’s Syndrome Health 

Screening Clinic (DSDHC), as well as resource packs that can be used in a person’s home from 

organisations such as the Foundation for People with Learning Disabilities (FPLD), the British 

Institute of Learning Disabilities (BILD), as well as many others. 

Social care or community-based staff may be familiar with supporting people who have a learning 

disability but not dementia, and similarly staff supporting people with dementia may not be aware 

of issues related to people with learning disabilities and dementia. Staff who are supporting both of 

these groups need to understand the issues around learning disability and around dementia.  

Third sector services can make a very useful contribution as they are working with the ‘hidden 

numbers’ of people with a learning disability. Local authorities across the board need to find ways of 

knowing how many people there are with a learning disability, where they live, what services they 

are accessing, and how to keep in contact with them and monitor services being provided.137 

Tayside Learning Disability Service Down’s Syndrome Health Screening Clinic (DSHSC) 

The following is an example of how diagnosis and screening methods are working well in Perth and 

Kinross for people with Down’s syndrome. 

The Down's Syndrome Health Screening Clinic (DSHSC) in Perth and Kinross offers a health screening 

service to individuals from the age of 18 once every month. They can go to the clinic once every 3 

years until they are 35. After this, they will be asked to come back every year. The clinic is based in 

various locations in Perth and Kinross and Dundee and Angus.138     

Focus groups and interviews with staff in Perth and Kinross have described the DSDHC as a very 

good service for clients with Down’s syndrome and the accessible information made available about 

the services involved. Perth and Kinross staff also appreciate the input from health in this respect 

and feel there is good partnership working with greater access to training, highlighting that 

implementation of the national strategy the Keys to life is evident.139 

The following graphs illustrate the number of clients attending the clinic between June 2014 and 

May 2015, and how many have had psychology referrals and completed assessments. 

In Perth and Kinross between June 2014 and May 2015: 

                                                           
136 Ibid. 

137 Taken from interview with PUSH: Community Inclusion Perth, on 17th October 2014. 
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 3 clients attended the clinic for the first time  

 42 clients attended the clinic for a review 

 2 clients were on the waiting list point 

 Of this 45 total attending the clinic during this period, 31 were male and 14 were female.140 

 This is 10% of the total number of adults with learning disabilities known to Perth and 

Kinross Council. 141

 

In Perth and Kinross between June 2014 and May 2015: 

 There were 7 referrals with the outcome of a probable dementia diagnosis  

 There were 3 referrals to Psychology for fuller dementia assessment  

 There were 2 referrals to Psychology for other reasons.142  
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In Perth and Kinross between June 2014 and May 2015: 

 There were 3 baseline assessments completed for clients 

 There were 26 follow up assessments completed for clients 

 There were 3 baseline assessments completed by carers 

 There were 35 follow up assessments completed by carers.143 
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Screening and Diagnosis of Conditions other than Dementia 

In relation to getting help and support to take clients through screening processes and getting a 

diagnosis of conditions other than dementia, staff in Perth and Kinross described primary care 

services as very good; for example, they feel that the Bowel screening process works very well for 

their clients.144 However, in some cases it has proven difficult, and when a diagnosis is made it can 

be difficult to support. Diet and health needs have also been difficult to address due to a lack of 

personal responsibility. Staff highlighted the need for further training to meet new diagnosed needs. 

Staff also highlighted parents frustration at difficulties involved in managing health related 

conditions within a tight financial budget. 

Nevertheless, service providers have been able to work around some of these issues. For example, if 

an individual was unable to cope with a health screening such as a mammogram, staff can arrange 

for an examination to be carried out by medical staff at their residence instead. Staff also 

acknowledged ‘Easy read’ leaflets with information of various health screenings to be very useful to 

their clients to aid understanding of what they will experience when using primary care services.145 
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Main Themes of Research Findings 

Planning ahead and talking about Growing Older: the current situation in 

Perth and Kinross 

The Better Lives Survey 2015 highlighted that in relation to planning ahead and talking about 

growing older,  

 41% of people with a learning disability said they do not know what happens to them when 

they are old; 53.6% said they would like support with getting older 

 43.5% of family carers talk to their relative about getting older, 56.5% do not due to a lack of 

understanding around the issue 

 47.8% of family carers are worried about their relative getting older and planning ahead 

 80% of staff do talk with clients about getting older however there are a number of 

individuals who would be unable to fully understand the concept of growing older and the 

need to plan for this. The main concerns of service users are around planning and making 

wills and planning funeral arrangements 

 57.1% of people with a learning disability are not worried about dying, 28.6% of people with 

a learning disability are worried about dying, 14.3% are not sure if they are worried about 

this.146 

A Focus Group with the Learning Disability Provider Forum taking place following the survey also 

highlighted that for individuals at present, there isn’t a lot in the way of planning resources and it 

has been suggested that this needs to start rolling out at a younger age.147  

It was also discussed that for women in particular, there is a need to talk about hormonal changes as 

there is still not enough information available to staff and clients; this can be seen as challenging 

behaviour when it’s something completely unrelated.148 Other behavioural changes than dementia 

can also come to light and be confused with dementia that needs to be addressed. 

Service providers also describe families as “very worried” about the future, the main question being 

“what’s going to happen when I’m not here?”149 Although some services have attempted to deal 

with this and some even meet with carers annually to talk about the future and planning ahead, the 

vast majority do not want to talk about it, and service providers find it increasingly difficult to 

engage with families and carers. This is due to not wanting to talk about the situation when they 

may not be here, the fact that many of these carers are themselves ageing, but also in light of other 

priorities that may mean the individual growing older with a learning disability is not the primary 

focus.150 

                                                           
146 Perth and Kinross Better Lives in Older Age Survey, June to August 2015. 

147 Taken from Focus Group with the Perth and Kinross Learning Disability Provider Forum 10th September 2015. 
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In this respect, a new approach is needed to address planning for the future with the individual, their 

families and carers at the centre of this approach. Service providers suggested a number of solutions 

to address this including that support work could help to break this barrier, providers could meet to 

talk about raising awareness of growing older with a learning disability. However, providers 

acknowledge that activities that capture people’s imagination can be difficult when addressing this 

issue.151 

The Role of Families and Friends 

Dementia has a devastating impact on adults with a learning disability as well as on their families, 

friends, and service provider staff who often provide key long-term support and care. The 

“vulnerability of ageing parents is [also] underreported”152 and focus needs to be on looking after 

parents and carers as well as the individual at the centre of need.153 

Since learning disability is apparent in childhood, it is common for primary carers of people with 

learning disability and support needs to derive much of their support from parents.  Parents 

supporting an older person with learning disability are now likely to be aged around 70 or older 

themselves. As family carers themselves age, they are likely to have increasing support needs of 

their own, and may no longer be able to provide care for the person they care for. They may also be 

anxious to establish future and contingency plans for care and support of the person they care for 

when this is no longer possible. The death of a family member who is a primary carer may threaten 

many aspects of the person’s wellbeing. 

There is a ‘lack of recognition of the role that friends and families of those with an intellectual 

disability and dementia have, in addition to being able to provide a crucial source of information.’154 

Many families are the primary lifetime carer’s for adults with an intellectual disability and when 

dementia occurs, they are particularly affected and need considerable supports.155 These families 

not only include parents, but also siblings and other relatives. 156 Many such families are at a loss for 

providing care at home once dementia becomes pronounced and care demands may overwhelm 

them.157 People with dementia and their caregivers often have unique insights to their condition and 

life. They should be involved in formulating the policies, plans, laws and services that relate to 

them.158 
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Staff Needs and Training 

The Better Lives Survey 2015 emphasised the need for more training of staff caring for people 

growing older with a learning disability, including dementia, early-onset dementia, which can be 

more rapid for people with Down’s syndrome.159 A general awareness of how people with a learning 

disability grow older was also identified including for those with Autism spectrum disorder.160 A 

study by the Foundation for People with Learning Disabilities (FPLD)  found that 37% of registered 

older peoples care homes had, at some point, experienced supporting people with learning 

disabilities, 40% of whom were under the age of 65.161 However this situation has been identified as 

problematic as a lack of proper training for staff and the lack of integration between the home and 

learning disability services mean that the service provision for these people may be inadequate and 

person centred support may not be given.162  

This lack of training and integration concerning older people with learning disabilities has also been 

highlighted by Hussein and Manthorpe who suggest a greater need for cross sector integration 

between health and social care services to provide better planning and provide a better quality of 

life.163 

Further issues that need to be factored into the area of staff provision were highlighted by the Perth 

and Kinross Learning Disability Provider Forum. This included: 

 Staff provision: as for example; nurses who are retiring, high turnover of care home staff, 

recruitment and having to go through agencies, resulting in loss of workforce and the 

uncertainty of future employees – sustainability?164  

 Time constraints increase as people’s needs increase, and the increase in workload, less 

attractive prospect. Additionally, the need to evidence this care and support takes time for 

staff and service users, resulting in less time with the person. Can this be simplified? Can 

council speak directly to service users? Talk to people rather than paper?165 

When People Develop Dementia 

There is a lack of background knowledge and training in late life problems of adults with an 

intellectual disability among primary care health providers in community practice.166 There is 

growing evidence that, even among those working in specialist dementia services, the proportion of 
                                                           
159 Alzheimer’s Society (2011), Learning disabilities and dementia. 

160 Perth and Kinross Better Lives in Older Age Survey, June to August 2015. 

161 Thompson D & Wright S (2001) Misplaced and forgotten? People with learning disabilities in residential services for older people. The 
Foundation for People with Learning Disabilities: London. 
 
162 Ibid. 

163 Hussein, S. & Manthorpe, J. (2005) 'An international review of the long-term care workforce: policies and shortages', Journal of Aging & 
Social Policy, 17(4): 75-94; Hussein, S. & Manthorpe, J. (2005) 'Older people with learning disabilities: workforce issues', Journal of 
Integrated Care, 13(1): 17-23. 

164 Taken from Focus Group with the Perth and Kinross Learning Disability Provider Forum 10th September 2015. 

165 Ibid. 

166 Report of the National Task Group on Intellectual Disabilities and Dementia Practice. “My Thinker’s Not Working”, ii. 
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staff receiving dementia care training is low.167 For example, in the United Kingdom around one third 

of care homes with dedicated dementia provision report having no specific dementia training for 

staff168 and 52% of nursing staff in hospitals169 have not received any work-based professional 

development or learning opportunities in dementia care.170 Evidence also suggests a variable picture 

of the quality of current provision of dementia training.171 

Staff can feel ill-equipped to identify and support individuals and deliver effective interventions for 

adults with a learning disability affected by dementia. Care home staff in Perth and Kinross 

commonly find themselves looking for suitable training but much of what is available is not 

accredited or suitable. 172  Some care home staff and managers feel they are not fully ready to deal 

with numbers of residents who will more than likely develop dementia.173 However they are making 

every effort to source training courses and materials, but have to find this out on their own which 

has resulted in different dementia training being provided to various homes in Perth and Kinross e.g. 

the Pearl Accreditation Scheme provided by Four Seasons Care Homes, training qualifications run by 

Aberdeen College, James Watt College, and the University of the West of Scotland (UWS).174 All staff 

supporting people with learning disabilities and dementia need to be supported through training 

and education in understanding and developing their knowledge of learning disabilities and 

dementia, in a way that is sustainable and practical. 

Going into Hospital 

The Perth and Kinross Learning Disability Provider Forum highlighted that when going into hospital, 

individuals with learning disabilities are not always supported so well, mainly due to lack of time 

allocated or experience and awareness of a person’s needs.175 The 12 hours of 1:1 support are really 

affected and there is a need for more understanding around this, especially for the council.176 

Despite this, service providers feel there are good links with the Acute Nurse Liaison Service 

provided across Tayside. Service Providers feel that following protocol is crucial when someone 
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needs to go into hospital, and everyone involved benefits in raising awareness of how best to follow 

protocol in this situation.177 

Good Practice Example: Acute Nurse Liaison Service 

The Acute Nurse Liaison Service operates at the Learning Disability Assessment Unit (LDAU) at 

Carseview in Dundee and works with people with learning disabilities of all ages who are going in 

and out of hospital.178 This is an open referral system, but most come from acute services and from 

service providers, parents, carers and pre-admission. This service provides a patient/ carer friendly 

service within the hospital setting. Communication with this service and care home providers is 

essential in understanding a client’s needs and making sure all the necessary information is available 

when a person needs to go in and out of hospital.179  

This service identifies that people have different needs and need to be supported accordingly. A care 

pathway has been developed with information to ensure the right supports are in place for the 

individual. Personal outcome plans allow staff to be aware of people’s individual needs, and to plan 

for the best way to make reasonable adjustments for individuals to receive the same level of care 

that everyone else is entitled to. 180 

One ward in Dundee made reasonable adjustments for a patient needing an operation by making 

the operating theatre look similar to a coffee room to help the individual relax and be more 

comfortable and calm. 181 

Care Settings - Living Arrangements and Community Life 

People with a learning disability were asked to choose different areas of their life that they felt could 

be improved on to support them as they grow older. Half of respondents (50%) said they would like 

more support in getting out and about in the community and 32.1% said they would like more 

support in keeping fit and healthy.182 

Staff chose similar areas for improvement around a need for more activities, as well as individualised 

support.183 

 

 

                                                           
177 Taken from interview with Fiona McLean NHS Tayside Acute Learning Disability Nurse Liaison, 16th September 2015. 

178 Ibid. 

179 Ibid. 

180 Ibid. 

181 Ibid. 

182 Ibid. 

183 Ibid. 
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Housing and Living Independently  

The Better Lives Survey 2015 found that 28.6% of individuals with a learning disability said they 

would like support to live independently.184 

Staff said that there is a need for better monitoring systems of older people with a learning disability 

who may live alone, otherwise any deterioration in health may not be picked up as quickly as it could 

be – there is a need to pick up changes over time. 185 

As well as health problems, older people with learning disabilities also experience particular housing 

and social support needs. Two-thirds of adults with learning disabilities live with their families, 

usually their parents.186 Of these, 40% live with a parent aged over 60 and 33% with a parent aged 

over 70.187 When their parents become frail, the person with a learning disability may assume a 

caring role and the family members may become interdependent. When their parents have died, the 

person with a learning disability may remain in the family home or have little choice but to move to 

a care home. If homes for adults with learning disabilities are unsuitable, then the person is likely to 

be placed in older people’s residential services at a much younger age than the general 

population.188 

Environments 

People with dementia are influenced by the environment even more so than the rest of the 

population. The room size, heat level, arrangement and type of furniture and noise level will have an 

impact on the way we work, live and relax. A person with dementia will also often have little control 

over these factors. This is particularly problematic because the changes brought about by dementia 

mean that the environment can feel increasingly unpredictable, unfamiliar and distressing.189  

A recent Focus Group with the Perth and Kinross Learning Disability Provider Forum raised a number 

of issues around housing and the environment for individuals growing older with a learning 

disability. These included: 

 How people’s needs can change and increase as they grow older 

 Difficulties in getting mainstream properties  

 Not enough one bedroom properties, particularly ground floor level properties 

 Uncertainty of future living arrangements – fear of the future, unsure about the ability to 

remain independent, what support arrangements would need to be in place  

 Efficiency costs – some individuals may have come from institutions, then placed back in 

when their needs change and it may cost too much to keep them out 

                                                           
184 Taken from interview with Fiona McLean NHS Tayside Acute Learning Disability Nurse Liaison, 16th September 2015. 

185 Ibid. 

186 British Institute of Learning Disabilities (BILD) Factsheet: Older people with a learning disability (October 2012) 

187 Ibid. 

188 Ibid. 

189 Watchman, K. ‘Supporting Derek’, (2010), p21. 
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 The 65 age restriction that still remains in some services. 190 

Positive aspects highlighted by service providers included:  

 House in Multiple Occupation (HMO) can be very beneficial to clients 

 Individual flats within block, with separate flat used as a team base. This is the case for one 

service in Perth and Kinross run by Gowrie Care who provide 24/7 accommodation based 

and outreach support – this provides the individual with a substantial package in their own 

home; own tenancy’s in accommodation based projects, adaptations carried out to meet 

change in health needs;  

 Staff support clients to access community facilities  

 Primary care – health services are much better than before – result of KTL 

recommendations, raised it up the agenda; all providers feel this is the case, better 

understanding with GPs, and good links with health across the board.191 

The Focus Group also allowed service providers to express the views of families who reiterated many 

issues such as the uncertainty of future living arrangements and what happens when the family are 

no longer around. However, positive aspects for families included the knowledge provided to them 

by service providers so they are supported in an appropriate way to plan for the future.  Gowrie Care 

explained that they invest a significant amount of time in providing reassurance and the involvement 

of families.192 Within ARK Housing, families feel included in their relatives support and feel their 

relative is safe as the home is staffed 24/7. 193 

Technology Enabled Care (TEC) 

People with a learning disability should always be supported to live in their own accommodation if 

this is their choice/ if their level of care needs can be managed. Independent living does not mean a 

person is living on their own, although increasingly Self-Directed Support (SDS) is helping those who 

are able to do so. SDS refers to people having access to appropriate support or technological 

interventions and the choice of whether to use them.  

When someone with a learning disability develops dementia, their care needs will change. Without 

timely and appropriate interventions there is an increased likelihood of the person being moved, 

often into older people’s services. Efforts should be made to avoid this. Where possible, changes to 

staffing and the environment are preferable to a move into a care setting, which may not be 

appropriate for someone with a learning disability. A diagnosis of dementia should not automatically 

mean that they have to move. Two important interventions can be the use of telecare and 

telehealth. 

In Perth and Kinross Telecare, also known as community alarms, provides a 24 hour response service 

to help individuals live independently in their own home. At present there are 3500 clients in Perth 

                                                           
190 Ibid. 

191 Taken from Focus Group with the Perth and Kinross Learning Disability Provider Forum 10th September 2015. 

192 Ibid. 

193 Ibid. 
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and Kinross who community alarms provide a service to, and each service depends on the 

individual’s needs and requirements. 

Loneliness and Isolation  

Older people with learning disabilities may be living at home with ageing parents. When the parents 

die, the person may struggle to care for themselves independently, especially if they are not known 

to services. The focus on older people suggests the likelihood that care and support needs will 

increase with time. People who live alone may then be particularly vulnerable to unmet need in all 

aspects of daily living.194 

The Better Lives Survey 2015 included a number of questions related to loneliness and isolation for 

people growing older with a learning disability, This has, in turn, identified a need for further support 

in this area. The survey found that: 

 11.6% of people saying they do not meet up with friends 

 23.3% saying they are lonely 

 14% saying they are unsure if they are lonely; and  

 16.3% saying they are unhappy a lot, with 20.9% saying they are unsure about whether they 

are unhappy or not. 195 

 Furthermore, responses also showed a need for more support with their mental health and 

wellbeing (32.1%)  

Staff reiterated this highlighting a need for an enabling or befriending scheme for individuals living 

alone but also those in care homes, especially those who do not have family or friends visiting 

them.196 

Harassment and Abuse 

The Perth and Kinross Learning Disability Provider Forum highlighted the issue of hate and mate 

crime within the community affecting people with a learning disability.197 People are often targeted 

because they are disabled. This is hate crime and should be reported as such. So-called ‘mate crime’ 

is when people are befriended or groomed for exploitation and abuse.198  

Social isolation is a factor in many of the cases that were reviewed by the Equality and Human Rights 

Commission who produced the ‘Hidden in Plain Sight’ Report in 2011.199 The harassment often took 

                                                           
194 NICE Guidelines Equality Impact Assessment, 11th August 2015. 

195 Perth and Kinross Better Lives in Older Age Survey: for people growing older with a learning disability, June to August 2015. 

196 Ibid. 

197 Taken from Focus Group with the Perth and Kinross Learning Disability Provider Forum 10th September 2015.  

198 Social Care Institute for Excellence (SCIE) ‘Dealing with anti-social behaviour: Disability-related harassment, hate and mate crime’, 
Guidance for housing managers. Available at http://www.scie.org.uk/publications/guides/guide53/housing-managers/anti-social-
behaviour/disability-related.asp accessed on 17/11/15. 

199 Equality and Human Rights Commission (EHRC) ‘Hidden in Plain Sight: Inquiry into disability-related harassment’, (2011) available at: 
http://www.equalityhumanrights.com/sites/default/files/documents/disabilityfi/ehrc_hidden_in_plain_sight_3.pdf Accessed on: 2/11/15. 

http://www.scie.org.uk/publications/guides/guide53/housing-managers/anti-social-behaviour/disability-related.asp
http://www.scie.org.uk/publications/guides/guide53/housing-managers/anti-social-behaviour/disability-related.asp
http://www.equalityhumanrights.com/sites/default/files/documents/disabilityfi/ehrc_hidden_in_plain_sight_3.pdf
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place in the context of exploitative relationships. This report’s key findings included case studies of 

anti-social behaviour, hate crime and vulnerable adults with learning disabilities, including older 

adults. 200 

Palliative Care and End of Life Issues 

Palliative care has been defined by WHO as “an approach that improves the quality of life of patients 

and their families facing the problems associated with life-threatening illness, through the 

prevention and relief of suffering by means of early identification and impeccable assessment and 

treatment of pain and other problems, physical, psychosocial and spiritual”.201 It should include 

support and bereavement counselling for families.202 

Dementia is a progressive and, at present, terminal illness. Its course, whilst varying in detail from 

person to person, is by definition associated with the progressive loss of skills and the ability to 

communicate, ending in a final stage where the person becomes completely dependent on others 

for their every need.203 As the illness progresses, it becomes more difficult for others to ascertain the 

wishes of the person and this is likely to be particularly the case when the person has pre-existing 

intellectual disabilities. There is much evidence that historically, and currently, people with 

intellectual disabilities experience barriers in accessing quality health care for serious illness and 

underuse palliative care services.204  

For these reasons preparing for the end of life and taking a palliative care approach is of importance 

from the time of establishing a diagnosis onwards. Forward planning concerning these issues needs 

to be embedded in the person-centred plan. The fairly long course that dementia can take allows 

time for the person and their families and carers to prepare and decide how they wish to be 

supported.205 

Bereavement and Loss 

Learning disability is a broad category which encompasses mild intellectual disability to profound 

mental retardation with multiple disabilities. The greater the handicap, the less likely the individual's 

grief will be recognised. Caregivers tend to ignore or misunderstand the effects of such losses. 

Protecting someone from the reality of death and dying can result in more problems in that grief and 

mourning will not be properly experienced, leading to more significant future difficulties.206 

                                                           
200 Equality and Human Rights Commission (EHRC) ‘Hidden in Plain Sight: Inquiry into disability-related harassment’, (2011) 

201 World Health Organization (WHO), ‘Definition of Palliative Care’. Geneva, 2002. Available at: 
http://www.who.int/cancer/palliative/definition/en  accessed on 5 February 2012. 
 
202 Small N, Downs M, Froggatt K. Improving end of life care for people with dementia: The benefits of combining UK approaches to 
palliative care and dementia care. In: Miesen BML, Jones GMM (eds.) Care giving in dementia: research and applications. Vol. 4. London, 
Routledge, 2006. 
 
203 The British Psychological Society, ‘Dementia and People with Intellectual Disabilities’, p79. 

204 Ibid. 

205 Ibid. 

206 Hollins, S., ‘Managing Grief Better: People with Intellectual Disabilities’, (undated) available at: 
http://www.intellectualdisability.info/mental-health/managing-grief-better-people-with-intellectual-disabilities 
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The following case study was taken from a Service Provider Review in 2013 which detailed a 

situation where an individual was coping with and talking about bereavement and loss, and 

supported through this transition with the help of Turning Point Scotland staff and friends. 

This individual experienced a significant transition with the death of another service user within the 

shared house, who had been known to the individual for many years.  In ‘Managing Grief Better: 

People With Intellectual Disabilities’ it states that “it is imperative that all people, including those 

with learning disabilities, are able to access the supports given in their culture to understand death 

and loss.” 207   It further states that “research has shown that some people with intellectual 

disabilities will have a delayed understanding of the ageing process.” 208  It seems likely that the 

irreversibility, universality, and the inevitability of death will all be difficult concepts to understand, 

despite many years of experience as an adult. 209  The capacity to integrate their experiences and to 

learn from them will be limited unless sensitive help is available’.210   

The individual received support from the staff team, specifically their keyworker, whose professional 

relationship was paramount in assisting them to work through the grieving period.  Utilising and 

accessing support through advocacy was also part of this multi-disciplinary approach.  The Scottish 

Government recognises that bereavement and loss for adults with learning disabilities are supported 

accordingly: ‘It is important that paid carers and professionals are educated in recognising and 

supporting people with learning disabilities who have been bereaved.’211 Staff were given access to 

appropriate support through supervision and other avenues to discuss the emotional impact of 

transitional support which can include counselling if required.  

In ‘Perspectives on ageing with a learning disability’ it states that “it is normal for people to worry 

about growing older; they worry about what will happen to them as their circumstances or health 

change.  People with learning disabilities are no different.” 212 Staff at Turning Point assisted the 

individual by adopting this approach, allowing them to grieve and be supported to understand this 

transitional phase in their life. 

It is unlikely that the attitudes of a family or of professional caregivers will change in the period 

between a death and the funeral. There is an important advocacy role for doctors, funeral directors, 

care managers and social workers who must not be afraid to challenge caregivers and support 

providers who make decisions to exclude the person with a disability from the full grieving 

process.213 
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Conclusion 

Learning Disability services in the UK have improved dramatically over the past 50 years. Significant 
improvements have been made in health and social care services, resulting in increased life 
expectancy and better quality of life for people with a learning disability. Research undertaken 
through the Better Lives project has identified a number of  good practice examples of services 
within Perth and Kinross and elsewhere in Scotland and the UK that have made strides towards 
increasing support for people as they grow older with a learning disability, especially for those 
affected by dementia. However, there remain a number of areas for improvement to prevent crisis 
and prepare for this population as they grow older.  

Findings have shown that services and families in Perth and Kinross are not adequately prepared to 
support the numbers of people growing older with a learning disability. One barrier identified has 
been the lack of accurate data of older adults with learning disabilities and their family carers in the 
local communities. Furthermore, there are unreliable population counts, locally and nationally, of 
adults with a learning disability affected by mild cognitive impairment and dementia, and more 
effort is needed to create a more reliable estimate of this population.  

In relation to learning disability and dementia, this paper has placed a focus on the need for 
specialist training especially for those caring for individuals with Down’s syndrome due to this 
population’s increased risk of developing dementia. Research has also shown that a gap remains in 
the knowledge of how people with learning disabilities other than Down’s syndrome are affected by 
the ageing process. It is crucial that the workforce is equipped across a range of services to be aware 
of all of the age-related needs of people with a learning disability and to make adjustments to their 
practice to meet them; this includes palliative care, bereavement and loss training.  

A further area of improvement identified in this paper is the need for early planning in achieving a 
better quality of life for individuals growing older with a learning disability and their families and 
carers. Through such measures, the right supports can be put in place for the immediate future, and 
also provide the opportunity to consider options for the longer term as needs change. Furthermore, 
investment in planning for future needs through awareness-raising of the importance of talking 
about growing older is essential. Talking to people with a learning disability and understanding their 
first-hand experiences and needs as they grow older, as well as those who know the individuals best, 
plays a crucial part in this early planning. 

As detailed in this paper, there are many aspects of how a person with a learning disability can be 
supported to live well as they grow older, and many of these good practice examples are already in 
place. There is no one single route to improving services to achieve this, due to the wide spectrum of 
this populations needs. It is evident, however, that a first step is through health and social care 
services in Perth and Kinross working more closely together in sharing knowledge and good practice 
to support this population, that can allow for a greater coordinated and informed response, in turn 
preventing crisis. 

Since the main recipients of improvements to services are people with a learning disability and their 
families caring for them, the final word is taken from the mother of a son with Down’s syndrome in 
his 40’s, “Perhaps most importantly, it is about attitude and values; we all need to recognise and 
appreciate the fundamental humanity of older people with learning disabilities. They have the same 
rights as anyone else to a better life, in later life.”214 

 
                                                           
214 Ward, C., ‘Perspectives on Ageing with a learning disability’, Joseph Rowntree Foundation, January 2012. 
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Section Two 

Recommendations and Resources 

1) Planning Ahead and Talking about Growing Older 

It is recommended that planning for the future starts early with the person with a learning disability 

at the centre of this, in order to produce ideas and solutions that fit them, in order to keep them 

safer and maintain quality of life. 215 There is a ‘need to know more about the first-hand experiences 

and preferences of people with an intellectual disability who have dementia.’ 216  

‘The importance of talking about dementia to people with an intellectual disability, their family and 

peers’217 

Families also need to have opportunities to think ahead, consider their options and to have 

information written down as this will improve the likelihood of their relative being well supported 

and having a secure and contented future whilst living with dementia.218 It is important to remember 

that people with dementia and their caregivers often have unique insights to their condition and life. 

They should be involved in formulating the policies, plans, laws and services that relate to them.219 

Planning will help to get the right supports in place for the immediate future and also to consider 

options for the longer term as their relative’s needs change.220 People with a learning disability need 

to be involved in this planning as far as possible, especially before their dementia makes any input 

more difficult.221 

A planning model for families that is independent of services and organisations can be helpful in 

making plans for the future in a person-centred approach through information gathering about the 

individual with a learning disability, to solve problems and develop ideas, to ensure that they have 

the best possible life.222  

Example of Good Practice in Perth and Kinross: PUSH and the G.O.L.D. Group 

The PUSH Growing Older with a Learning Disability (G. O. L. D.) group was created to help people 

with learning disabilities and their families and carers to plan for the future. It looks at remembering 

the past through memory and reminiscence work, coping with change and understanding the 

capacity to do so, how they manage it. The group also promotes keeping healthy and active – both 
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mentally, physically and spiritually through exercises and memory games in order to keep the brain 

active and healthy as research has shown such activities can slow down onset of dementia. 223 

The G.O.L.D. Group also takes a look at services for older adults and planning with families for the 

future. This focuses on planning for transitions including moving home or going into hospital. 

Hospital ‘passports’ are used and include details of a person’s condition, their likes, their dislikes, any 

concerns, nicknames etc. that will help staff to care and support the individual in a different setting. 

224 

Through this work, PUSH is also looking to focus more on looking after parents and carers as well as 

the individual with a learning disability. There is also a need to do more work in planning earlier on 

with families and carers around transition from middle age to older age. However, it has been made 

evident that families also have other situations to address which may result in the person with a 

learning disability not being the only person that needs to be supported and thought of. This work 

needs to be done with great care and sensitivity and with families central to this process.225  

Example of Good Practice Toolkit: ‘Jenny’s Diary’ (2015) a resource to support 

conversations about dementia with people who have a learning (intellectual) disability.226 

Jenny’s Diary is a free booklet and a set of postcards aimed at supporting conversations about 

dementia with people who have a learning (intellectual) disability. Conversations about dementia 

are never easy. All dementia strategies in the UK state that everyone is entitled to know of their 

diagnosis, not only as a human rights issue but as part of developing appropriate and individualised 

post-diagnostic support. Currently there is limited guidance on how to explain dementia to an 

individual with a learning disability. Such reluctance to share information is not new, particularly in 

relation to breaking bad news about an illness. There is typically a fear of what will be understood, 

what words to use, and how to cope with the response. Jenny’s Diary takes a three-step approach to 

address this: 

 Part 1 opens dialogue about why Jenny is behaving differently, and how she can be 

supported to live as well as possible with dementia. 

 Part 2 suggests how to have a conversation with Jenny about her diagnosis of dementia. 

 Part 3 contains guidance to talk about dementia with George, Jenny’s partner.  

 

 

                                                           
223 Taken from interview with PUSH, 17th October 2014; C B. Hall, R B. Lipton, M Sliwinski, M J. Katz, C A. Derby, J Verghese, ‘Cognitive 
activities delay onset of memory decline in persons who develop dementia’, Neurology. 2009 August 4; 73(5): 356–361. 
doi: 10.1212/WNL.0b013e3181b04ae3, available at: http://www.ncbi.nlm.nih.gov/pmc/articles/PMC2725932/# accessed on: 02/12/15; 
Mental Exercise and Dementia, Alzheimer’s Australia (2011), available at: 
https://fightdementia.org.au/sites/default/files/helpsheets/Helpsheet-DementiaQandA06-MentalExercise_english.pdf , accessed on 
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Example of Good Practice Toolkit: Foundation for People with Learning Disabilities 

‘Talking Together’ Toolkit (2015) Christine Towers and Cindy Glover 

The overall purpose of the handbook is to help people with learning disabilities experience a greater 

sense of well-being as they grow older. An important aspect of this is looking at positive ways of 

supporting people who develop dementia as well as those whose friends or housemates are living 

with dementia. The handbook describes how to run facilitated peer support groups where people 

use their understanding and experiences to help each other. 

There are 20 participative activities that will engage people to think and talk about the changes that 

may occur as they get older, including developing dementia, thus increasing their understanding of 

the process and providing the opportunity for peer support. They help to explain that someone with 

dementia cannot help their behaviour and also provide strategies to make life easier. 

2) Effective Communication 

It is recommended that individuals with learning disabilities who may also have dementia and their 

carers have access to the right supports and information in order to be able to communicate with 

staff in any care setting, or if communication becomes limited, for staff to be informed of a person’s 

needs. A person’s ability to communicate verbally will change as dementia progresses. Such changes 

do not mean that the person is not able to communicate at all. Meaningful communication is still 

both possible and essential. As dementia progresses new communication methods must be sought 

and maintained. 

Example of Good Practice Tool: The DisDAT (Disability, Distress Assessment Tool) used by the 

Acute Nurse Liaison Service is intended to help identify distress cues in people who because of 

cognitive impairment or physical illness have severely limited communication. It has been designed 

to describe a person’s usual content cues, thus enabling distress cues to be identified more clearly. 

Example of Good Practice Resource: The ‘All About Me’ books involve gathering information about 

a person’s life. They can include information about someone’s past, about what is happening now 

and even a look to the future. They can be in the form of a book, a poster, a CD-ROM or any other 

method that suits the person and their situation. ‘All About Me’ books are useful for anybody who 

finds it difficult to share information about their own life with others and needs support to 

communicate important information clearly to others – especially when one person moves from one 

place to another and meets new people. The process of compiling an ‘All About Me’ book can help 

you to get to know the person better, value the person and their experiences, present the person in 

a positive and valued way and have a permanent record of important information. The book can 

help others to get to know the person better and know how to interact with them and listen to what 

they may be ‘saying’ and are part of the way in which a person’s needs and wishes are recognised. 

Example of Good Practice Tool: The ‘Communication Passport’ is a practical way of enabling 
effective communication. They provide a guide to communicating with and supporting somebody 
effectively and should reflect both the certainties and uncertainties of doing this in a honest and 
sensitive way. They can take the form of a booklet, a poster, a CD Rom or any other format that will 
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enable the information to be owned by the individual and be available to those who need to share 
it.227

  

3) The Role of Families and Friends   

It is recommended that there is increased partnership working with the service user and their family 

and friends at the centre of treatment, care and support, drawing on the expertise that they require 

when they require it, and with staff contributing and collaborating to accomplish this.228 However, 

family carers must not be seen as the coordinator of care and the situation should be avoided where 

professionals talk to each other through the family; joint working that includes, rather than relies on, 

the family is needed.229 

Services should also ensure that the unique insight and caring role of siblings is recognised; 

furthermore, siblings should be involved in key discussions relating to the individual with a learning 

disability, particularly in relation to planning for emergencies and longer term planning. 

There is also a need to understand the supportive role that friends can play, and may want to play, 

when someone is diagnosed with dementia. This support does not need to be limited to family 

members. As people with learning disabilities grow older, it becomes increasingly likely that 

someone in their social network will have dementia. They need to be supported accordingly. 

4) Staff Needs and Training 

It is recommended that providers and local authorities should invest in increased education and 

training of staff with respect to learning disabilities and dementia, as well as best practices in models 

of community care.230 In order to enable services to support people with more complex needs, 

specialist knowledge and skills in services and the workforce needs to be developed; particularly for 

staff supporting older clients and older families/carers to assist with planning for the future. 

Current services for older people with learning disabilities should remain mainstream with 

other old age care services that don’t provide specifically for learning disabilities – there is 

potential for workforce learning and development to enable this: 

‘Intellectual disability training should be incorporated into training for carers in dementia settings 

and, similarly, dementia care should be incorporated into training for carers in intellectual disability 

settings’.231 
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Who should lead? 

The Royal College of Psychiatrists Working Group suggests that ‘the service with the greatest 

expertise in relation to the care needs of an individual should take responsibility for their care.’232 

Learning disability services seem to be best placed to lead this coordination of future care, due to 

the fundamental basis of their work being across the lifespan of the person.233 Such services are 

more likely to have had contact with the person before diagnosis has been made.234 

The Role of partnership working with learning disability and dementia care services to 

better care for this population235 

Each service, and staff, needs to recognise and respect the strengths and expertise of the other.236 

Inherent in the new paradigm of care is a strong emphasis on collaboration and teamwork between 

different categories of health care provider and people with dementia and their families.237 Creating 

a relationship that values the role of the person with dementia and of the family as a partner in care 

has been frequently shown to improve health outcomes.238 Improved community support will assist 

families to provide care for longer and to delay or reduce reliance on high-cost residential care.239 

 ‘A call for the development of specialist training, in addition to up-skilling of staff in 

generic intellectual disability services and dementia services’240 

 Capacity-building of the workforce is essential to improve knowledge and awareness of the 

benefits of a coordinated response to care.241 

 Creating a national program of trainings using workshops, webinars, and other teaching 

methods, would advance the knowledge and skills among workers and clinicians working 

with adults with an intellectual disability affected by dementia.242  

 Creating a national information and education program for adults with an intellectual 

disability and family members would improve their understanding of dementia and 

potentially lead to earlier identification and acquisition of timely supportive services.243 
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Back to Basics - The Importance of Relearning Practice244 

There is a need for training in the basic medical, nursing and therapy curriculum regarding diagnostic 

and needs-based assessments.245 Given the frailty of many older people with chronic health 

conditions, there is also a need for training in outreach care, and in assessing and managing patients 

in their own homes.246 

Example of Good Practice Learning Resource: ‘Supporting Derek’ is a practice development 

guide to support staff working with people who have a learning difficulty and dementia. It has been 

produced for staff and volunteers who work with people with a learning disability and dementia or 

who are at risk of developing dementia in the future. This work may be undertaken in a range of care 

settings: residential, individual’s homes (living alone, with family or friends), hospitals, supported 

housing facilities, respite facilities, community settings. The pack involves Part 1: a short drama with 

examples of both good practice and inappropriate care and part 2: where professionals and the 

individuals in part 1 draw on the drama to highlight core issues relating to the support of people 

with a learning disability and dementia, give examples of good practice.247  

5) Going into Hospital 

It is recommended that in order to support a person with learning disabilities going into hospital 

who may also have older age health conditions such as dementia, services such as the Acute Nurse 

Liaison Service are essential in continuing to make reasonable adjustments for service users, as 

detailed on p36. Resources to support effective communication when going into hospital as detailed 

under recommendation 2 are also vital both for the individual in need of care and staff supporting 

them.  

Example of Good Practice: The Butterfly Scheme  

The Butterfly Scheme provides a system of hospital care for people living with dementia or who 

simply find that their memory isn’t as reliable as it used to be; memory impairment can make 

hospitalisation distressing, but it needn’t be. In hospital, dozens of staff can pass through a patient’s 

life each day and in order to deliver appropriate care, they need to know that a patient has dementia 

or memory impairment and how to support them. The Butterfly Scheme has now been adopted by 

over a hundred hospitals across the length and breadth of the UK; hospital staff really do want to 

care well and they typically enjoy using the skills and systems provided by the Butterfly Scheme, 

enabling them to care appropriately for this patient group.248 
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6) Screening and Early Diagnosis 

It is recommended that adults with a learning disability have access to the same early and periodic 

diagnostic services, community education, and community-based supports for themselves, their 

carer’s, and the organisations working with them, as is the case for other adults affected by 

dementia.249 

Dementia generally affects adults with lifelong intellectual disabilities in similar ways as they do 

other people, but sometimes it has a more profound impact due to particular risk factors – including 

genetics, neurological injury, and deprivation. While such illnesses generally follow a typical course 

in terms of impact and duration, some adults are profoundly and aggressively affected. Yet all need 

the typical types of supports and services usually associated with dementia-capable care.250  

“Diagnosis is vital as it can bring peace of mind to families as well as the individual.”251 One major 

benefit being that it allows staff to then be able to get the necessary training to support the person 

in need of care. Prompt diagnosis ensures that attention can be paid in a timely way to necessary 

changes to a care package, medication, preparing family carers and support staff for the inevitable 

changes and challenges that dementia will bring.252 

Research recommends that once there is a suspicion that someone with a learning disability may 

have dementia, it is essential that a referral is made as soon as possible.253 However, this may not 

always be straightforward for a number of reasons: 

 A lack of clear information about who we should refer the person to can often delay a 

diagnosis 

 A lack of a baseline assessment can do the same.254 

How do services best provide early diagnosis, treatment and support for people with a 

learning disability who develop dementia? 255   

Partnership working combined with joint pathways and protocols can work to provide a high-quality 

diagnostic, treatment and support service that meets the requirements of service users and their 

families and supports and sustains staff working in both services.256  
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Approaches should still be person-centred and value based, but will need to focus on maintaining 

and consolidating existing skills, with a greater crossover needed whereby intellectual disability 

services and dementia services learn from each other.257 

Local Example of Good Practice: In Perth and Kinross, the Down’s Syndrome Health Screening 

Clinic , as described in the findings section, offers a health screening service to individuals from the 

age of 18 once every month. They can go to the clinic once every 3 years until they are 35. After this, 

they will be asked to come back every year. The clinic is based in various locations in Perth and 

Kinross and Dundee and Angus.258     

Local service providers have agreed that this clinic works well for their clients, with good 

relationships established between the providers and various health care staff.259 

International Example of Good Practice: A multidisciplinary outpatient clinic for elderly people 

with Down’s syndrome was set up in the Netherlands to screen for dementia, as well as other 

conditions which, if untreated, may mask or mimic early signs of dementia leading to 

misdiagnosis.260 

National Example of Good Practice: The Fife model was set up in response to the known 

different health needs of people with Down’s syndrome, and the lack of special training among 

primary care practitioners and secondary care professionals.261 This clinic found that 66% of people 

with Down’s syndrome attending had at least one new health need which was identified by the 

clinic, and 12% had between 5 and 8 new health needs identified.262 Whilst there are at least 15 

clinics in the UK for children, services such as this for adults are scarce.263 

What is needed?  

Specialized assessment and diagnostic resources are needed to help more effectively identify adults 

with a learning disability and dementia.264  

 

It is not possible to diagnose dementia from a simple assessment. Carers, friends and family play an 

important part in helping to identify dementia in people with learning disabilities, by recognising 

changes in behaviour or personality. Dementia is often diagnosed by excluding other possible causes 
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and assessing a person’s performance over time. People with Down’s syndrome should have regular 

assessments from age 30 as this will help doctors to identify changes in their behaviour or 

personality over time that could be due to dementia.265 

 

It is important not to assume that a person with a learning disability has dementia simply because 

they fall into a high-risk group, as some people with a learning disability may already display some of 

the behaviours already described. It is at the point when changes from the norm are noticed by 

carers, friends and family that the possibility of the individual having dementia should be 

explored.266 

 

The importance of Carer Reports in detecting early signs of dementia 

 

As clinicians often rely on carer reports to identify adults with a learning disability with early signs of 

dementia, a study in 2010 focused on carer-reported symptoms to ascertain whether carer reports 

of decline in everyday function would be a more effective screening method to detect possible cases 

of dementia than reports of memory decline in older adults with intellectual disabilities.  

 

Subjects were 154 participants who were reassessed along with their carers two to three years after 

a baseline assessment. A questionnaire for carer-reported change in everyday function and the 

Dementia Questionnaire for Persons with Mental Retardation (DMR) were used to assess carer 

views of everyday function and memory. 

 

The diagnosis of dementia was confirmed by two psychiatrists working independently. Participants 

who developed dementia displayed both everyday function and memory decline. Overall, decline in 

everyday function appeared to be the best indicator of new dementia cases. Retrospective carer 

report of change in everyday function was as good as, if not better than, prospective ratings to 

identify dementia; however, in those with mild learning disabilities, memory change was a better 

indicator of dementia, while in those with more severe intellectual disabilities, decline in everyday 

function was a better indicator. Decline in everyday function (whether prospective change from 

baseline or reported retrospectively by carers) appears to be a better screening method for 

dementia than memory decline, particularly for participants with moderate to severe intellectual 

disabilities.267 

 

There is a need to more explicitly look for change from an individual’s own baseline, and having 

more of a reliance on carer reports, but this reliable documented history is often not available.268 
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International Example of Early-detection Screening: the National Task Group on 

Intellectual Disabilities and Dementia Practices 

 

The National Task Group on Intellectual Disabilities and Dementia is a coalition of individuals 

and organizations in the USA working toward ensuring that the needs and interests of adults 

with intellectual and developmental disabilities who are affected by Alzheimer’s disease and 

related dementias – as well as their families and friends – are taken into account as part of 

the National Plan to Address Alzheimer’s Disease.269
 

The National Task Group have produced the ‘NTG-Early Detection Screen for Dementia’ (NTG-EDSD) 

that can be used for the early detection screening of those adults with an intellectual disability who 

are suspected of or may be showing early signs of mild cognitive impairment or dementia.  

The NTG-EDSD is not an assessment or diagnostic instrument, but an administrative screen that can 

be used by staff and family carers to note functional decline and health problems and record 

information useful for further assessment. It is recommended that this instrument be used on an 

annual or as indicated basis with adults with Down’s syndrome beginning with age 40, and with 

other at-risk persons with intellectual or developmental disabilities when suspected of experiencing 

cognitive change. Screening of those known to be at risk will help with earlier detection as this will 

enable a person’s baseline functioning to be recorded whilst they are still healthy, with the 

likelihood that any significant changes would be investigated sooner.270 

The National Task Group also developed a comprehensive report with policy and practice 

recommendations on detection, care and support for this population. 271 The aim of the report is to 

enable adults with intellectual disabilities who are affected by dementia to remain living in the 

community with quality support.272 

7) Care Settings 

It is recommended that care setting’s in both intellectual disability and dementia services should 

give consideration to identifying staff members to be trained as specialists or local experts in these 

fields.  Intellectual disability training should be incorporated into training for carers in dementia 

settings and, similarly, dementia care should be incorporated into training for carers in intellectual 

disability settings.273 All training should begin with a focus on retaining and consolidating skills, 

meaningful activities and an individualised approach.274 

This approach involves consideration of the skills, experiences and resources already possessed by 

the individual. Asset based approaches are noted under Strategic Outcome 4 of the new 
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implementation framework for the delivery of The Keys to Life (Scotland’s Learning Disability 

Strategy), Active Citizenship: 

People with learning disabilities are able to participate in all aspects of community and society. 

Underpinning this outcome is recognition that the collective resources that individuals and 

communities have can protect and develop wellbeing and resilience. Developing the capacities and 

capabilities of people with learning disabilities and communities by opportunities for inclusion and 

participation will enable people with learning disabilities to be better connected and in control. 

Included in the Scottish Government’s key priorities for 2015-17 is a commitment to reviewing 

assets based, person centred approaches ‘which optimise choice, control and independence’, 

including Local Area Co-ordination and day opportunities. 

Should services be provided with age in mind or more focussed on an individual’s needs? 

‘Priority should be given to not introducing a potentially younger person with an intellectual 

disability to an older person’s service, where staff may have little or no knowledge or training…or 

even at times [no] training in dementia care, which is not [yet] mandatory for care home staff in the 

UK’275  

In Perth and Kinross, it was generally agreed from interviews with staff of day centres and care 

homes that less consideration of age should give way to a focus on the individual’s needs.276 

However, age has different needs regardless of other conditions such as learning disabilities, Down’s 

syndrome etc.  

Person-centred care – can this work wherever a person is placed? 

Alzheimer’s Society states that key points of person-centred care are: treating the person with 

dignity and respect; understanding their history, lifestyle, culture and preferences, including their 

likes, dislikes, hobbies and interests; looking at situations from the point of view of the person with 

dementia; providing opportunities for the person to have conversations and relationships with older 

people; and ensuring that the person has the chance to try new things or take part in activities they 

enjoy.277  

Awareness includes having recognition of the importance of knowing the person, person-centred 

approaches relating to both dementia care and to intellectual disability, acknowledging importance 

of maintaining previous friendships and relationships and supporting meaningful activities.278 
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8) Location of Care  

It is recommended that adults with learning disabilities and their families and carers have access to 

all relevant information and practical support that will allow them to have choice and control in 

where they live. 

The British Institute of Learning Disabilities (BILD) found that many older people with learning 

disabilities have little choice or control about where they live and how they are supported.279 Of the 

30% of adults with learning disabilities who live in residential or nursing care throughout the UK, 

many are aged over 45.280 The majority of staff in these learning disability services are inadequately 

trained to meet the needs of ageing residents.281 They can find themselves having to move when 

their needs change.282 This can also lead to older people with learning disabilities being 

inappropriately placed in older people’s residential services at a much younger age than the rest of 

the population.283 

Where should people with learning disabilities and dementia live? 

 People with a learning disability could be supported to live and age in their own familiar 

environment;  

 Levels of care can be increased as the person’s dementia advances;  

 Personal budgets, families can be involved in choosing support providers etc.,  

 Additional resources can be sourced, such as adaptions to the person’s current home or use 

of assistive technology such as Tele-care (TEC). 

 Home based supports for carer’s who remain the primary caregiver via service providers, 

local government, learning disability authorities. 284 

9) Environments 

Research has shown that community-based models of care for adults with an intellectual disability 

and dementia including options such as support for living at home or in small group homes, are 

viable and gaining preference for all individuals affected by dementia.285 Such options could be 

expanded and an investment be made in developing more small community-based specialised 

‘dementia capable’ group homes for adults with an intellectual disability and some providers are 
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beginning to adapt small group homes in this way.286 Improved community support can assist 

families to provide care for longer and to delay or reduce reliance on high-cost residential care.287 

Housing and the Environment: ‘Future-proofing’ 

People with dementia are influenced by the environment even more so than the rest of the 

population. The room size, heat level, arrangement and type of furniture and noise level will have an 

impact on the way we work, live and relax. A person with dementia will also often have little control 

over these factors. This is particularly problematic because the changes brought about by dementia 

mean that the environment can feel increasingly unpredictable, unfamiliar and distressing.288  

How to make the environment enabling rather than disabling 

‘Supporting Derek’ gives 5 basic criteria for making sure that the environment in which people with 

dementia live, work and socialise does not have a negative effect on their wellbeing and, instead, 

supports maintenance of skills. It needs to be calm, be familiar, be predictable, make sense, and be 

appropriately stimulating. This can be achieved in part through Tele-care, Communal areas and 

Lighting etc.289 

Identification of Different Service Models in Perth and Kinross  

Within Perth and Kinross, there are care homes for people with learning disabilities with various 

service models: 

Schiehallion is a long-standing care home in Perth and Kinross managed by Four Seasons Health 

Care. This is a 5-bedroom detached house adjacent to Rosemount care home in Blairgowrie. 

Currently there are 5 residents with learning disabilities living there and able to live reasonably 

independently, with the help of 1-2 staff on day and night shift, carrying out daily activities. This is 

unlike any other residential care home in Perth and Kinross as it is a house with typical homely 

features situated in the community. Despite this, dementia specific adaptions have not been put in 

place as of yet, and staff are unsure whether this will be provided for or if it will be decided by the 

service providers and family to relocate an individual to a more ‘suitable’ care home.  

It is important to note that staff do not know what will happen as they have not had to deal with the 

situation of someone with a learning disability developing dementia before in this specific 

accommodation and therefore essentially have nothing concrete in place.290 

Corbenic Camphill Community is situated in Trochry near Dunkeld and is set within an estate with 

over fifty acres of land and panoramic views of the surrounding countryside. Corbenic was formed in 

1978 and is part of the International Camphill Movement, founded in 1940 by Dr Karl Konig. The 
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Camphill communities throughout the world are based upon and inspired by anthroposophy as 

expressed by Rudolf Steiner; the understanding and acceptance of the spiritual uniqueness of each 

human being, regardless of race, nationality, religion, gender or disability is the basis for 

Anthroposophy, a creed adopted by Dr Konig and the subsequent Camphill movement. 

Corbenic has recently created an additional ten places in two new households taking the total 
amount of residents to thirty-eight. Ossian will accommodate older residents whilst Fingal will 
accommodate four residents in semi-independent flats. Each house is supervised by two house co-
ordinators who are responsible for the running of the household. The manager explained that 
Camphill had just recently bought some neighbouring land and is in the process of building a “poetry 
path” throughout this new land and the rest of Corbenic. 

The home offers residents a variety of therapeutic workshops such as bakery, craft, woodwork, 

biodynamic gardening, candle-making, estate work, purpose built workshops and farming. Corbenic 

opened a shop in July 2012 in Dunkeld selling products made in the workshops and has a café as part 

of it; residents are involved in serving tea / coffee and home baking at lunchtimes.291 

Dementia-specific Accommodation 

‘The emergence of in place progression dementia specific care settings…to complement ageing in 

place provision’292 

In place progression, dementia specific accommodation…was not represented among the 

accommodation settings in research, although it is increasingly being developed or considered as an 

appropriate model among service providers:293 The UK has not yet extended to incorporate the 

original in place progression model which suggested that a range of intellectual disability and 

dementia specific settings should be considered within the same service, each accommodating 

people at different stages of dementia.294 

National Example of Best Practice and Service Innovation:  

The Dementia Services Development Centre (DSDC) Virtual Care Home, launched in 2012, is an 

online resource that demonstrates dementia-friendly design in care home settings or people’s own 

homes.295 

Understanding age-related changes and impairments is the first step towards creating living 

environments which support the needs of older people and those with dementia, keeping them safe 

from dangers such as falls, which can have a devastating effect on an older person; allowing them 

the freedom and confidence to use their abilities to the fullest extent, in all things from the 

mundane to the creative; aiding memory in day-to-day living; and reinforcing personal identity. 
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The DSDC also published Good Practice Guidelines based on findings from a study which aimed to 

assess the research evidence around what works well for visually impaired people with dementia in 

terms of the design of their homes and the things in them. The guidelines are intended to be used to 

make people’s ‘living spaces’ more supportive and accessible, whether those spaces are individual 

and family residences or the bedrooms, bathrooms and shared areas of care homes. The 

recommendations and suggestions can be used to modify and adapt existing homes to a person’s 

changing circumstances or incorporated into new buildings.296  

Specific Residential/ Care at Home Services for people with learning disabilities and 

dementia 

Rymonth House is a Housing Support Service for people with a learning disability living in their own 

homes, provided by ARK Housing Association Ltd., in St Andrews. The association's mission 

statement is 'to promote the rights and aspirations of people with learning disabilities and others by 

providing socially inclusive and flexible opportunities for housing, support and other services'. The 

service provides specialist design and environment for individuals with a Learning Disability and 

Dementia. To meet the criteria they must have a dual diagnosis of both. Dr Karen Watchman297 was 

involved in the design of the building and provided bespoke training to the staff. This is an end of life 

service also. The service commenced in October 2013 and is its first specialist Dementia service 

within ARK and there is nothing specific to this elsewhere in the country. Specialist training has been 

provided for staff including for: Autism spectrum disorder, Epilepsy, Dementia, Palliative Care, Adult 

Support and Protection, CALM, Dealing with challenging behaviour, First Aid, Moving and 

Handling.298 The Evaluation Toolkit for Providers published by FPLD and Association for Real Change 

is also implemented by the staff in Rymonth House, which includes many resources for staff to get 

help from when supporting clients in various areas of life. 

Markyes Close is a residential care home specifically for older people with learning disabilities, 

provided by Aspire Living, in Ross on Wye, Hereford. Markyes Close consists of two, recently 

developed bungalows, set within a cul-de-sac that is within walking distance of the town centre. The 

scheme offers specialised support for residents that have complex needs including dementia and/or 

sensory loss. The approach is person centred with communication profiles and individual support 

plans that include palliative care and end of life planning. The staff received extensive training in 

areas such as safeguarding, mental capacity, dementia and end of life care planning.299 

Mortimer House is a brand new purpose-built home for people with learning disabilities who also 

have dementia and are facing the challenges of growing older.  The specialist care at Mortimer 

House encompasses three main areas: older people with learning disabilities, people with dementia, 
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including those with Downs Syndrome, and end of life care. An individual's social, health and nursing 

care needs are provided for, as well as their sensory and physical requirements. Mortimer House has 

28 en-suite bedrooms on two floors, served by lifts. Each floor has its own dining room, and there 

are also individual kitchenettes. Hundreds of light bulbs and broad windows make the rooms light 

and airy and automatic lighting systems brighten the environment at key times of day. Dementia-

specific signage and different colour schemes help lead people through the corridors, highlighting 

hand rails and doors. The landscaped gardens include sensory features and different areas with 

gazebos and trellises. The general environment contributes to an enhanced quality of life.300 

10) Tackling Loneliness and Isolation, Harassment and Abuse 

Within Communities 

It is recommended that more work be done around utilising existing community groups and 

resources to be inclusive of all adults with learning disabilities to prevent loneliness and isolation, 

especially where such issues can lead to cases of harassment and abuse.  The Better Lives Survey 

2015 identified a need for further support in this area to reduce loneliness and isolation.301  

Currently, befriending opportunities are being explored through PUSH and ENABLE with the 

possibility of setting up open café events, with the option of also having information and resources if 

individuals want to talk about growing older and access further support. 

Within Housing 

The Equality and Human Rights Commission (EHRC) has made recommendations specifically for 

housing providers in an effort to tackle loneliness and isolation and to address disability-related 

harassment and abuse: 

 Involve disabled people in housing design and planning to help ‘design out crime’ from 

future developments 

 Intervene to prevent harassment occurring in the first place and respond to prevent 

escalation 

 Have a harassment coordinator to improve responses and support third-party reporting 

systems 

 Invest in awareness campaigns aimed at encouraging victims to come forward 

 Include provisions against disability harassment within tenancy agreements and take action 

against breaches 

 Protect security of tenure for any disabled person forced to move in order to avoid 

disability-related harassment.302 

 

 

                                                           
300 Milestone House: Mortimer House. Available at http://www.milestonestrust.org.uk/carehomes/19/mortimer-house accessed on 
12/12/14 

301 Perth and Kinross Better Lives in Older Age Survey, June 2015 and August 2015. 

302 Equality and Human Rights Commission (2011) ‘Hidden in plain sight’. 

http://www.milestonestrust.org.uk/carehomes/19/mortimer-house
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11) Meaningful Activities 

It is recommended that individuals with learning disabilities have access to the wide range of 

activities that have been found to prove meaningful to the general population living with dementia. 

This could include: 

 Outdoor activities  

 Music and memory work 

 Life story work: build a history or story of their life; a ‘people in my life map’: a map of 

relationships that can use photographs in addition to written names303 

 Working out what is important to, and important for, the person 

 Working out what constitutes a good day, and a bad day, for them 

 Develop a profile of the ideal person they would like to be supported by 

 This can then be used if and when an individual may need to go into a care home or hospital, 

as well as used by carers and family day-to-day.304 

Example of Good Practice Tool: The Talking Photo Book enables a person to stay independent 

through having audible information readily available in a photo album format which can include 

pictures of meaningful people and places in that person’s life. These can be used for people with a 

visual impairment or dementia, and can be applied to activities for people with special needs.  

Example of Good Practice Resource: Playlist for Life encourages families and other caregivers 

to offer people with dementia a thoughtfully compiled and highly personal playlist, delivered on an 

mp3 media player device such as an iPod, of the music that has been meaningful to them during 

their life. Family members, either looking after someone at home or visiting them in residential care, 

find that sharing this kind of music can help recover the closeness of a relationship and bring 

structure to what is often a long day or a difficult visit. A charity based in New York, Music and 

Memory, has been successfully introducing this in nursing homes across the United States for several 

years.305   

There are thought to be two main reasons why this approach to dementia is so successful in 

enhancing awareness, improving the ability to think and restoring (to some degree) a sense of 

identity and independence: 

 If music is personal enough there is an effect on autobiographical memory.  At the very least 

it brings a sense of safeness and belonging and familiarity in a world that comes to feel 

increasingly alien to the person with dementia. 

 Compiling a playlist of a person’s life requires you to get to know them better and sharing it 

with them – through listening together – makes conversation gloriously possible again, even 

if it remains one-way. Human interaction is what people with dementia desperately need 

and so frequently lack, often because those who love them become increasingly stumped at 

                                                           
303 The British Psychological Society, ‘Dementia and People with Intellectual Disabilities:’, p53. 

304 Watchman, ‘Learning disability and dementia’,  p168. 

305 More information about the Charity ‘Music and Memory’ can be found at:  www.musicandmemory.org Accessed on 11/11/15; BBC 
News (6th August 2015), ‘Music 'to unlock dementia memories' being used across NHS Grampian’. Available at:  
http://www.bbc.co.uk/news/uk-scotland-north-east-orkney-shetland-33787628 Accessed on: 03/12/15 

http://www.musicandmemory.org/
http://www.bbc.co.uk/news/uk-scotland-north-east-orkney-shetland-33787628
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how to engage them. Sharing a playlist brings people together.  That in itself is a therapy for 

dementia.   

For those in the healthcare sector this approach embodies all the principles of person-centred care. 

This approach will help to keep a focus on issues that have always been important in the person’s 

life, a sense of continuity that is invaluable.306  

12) Palliative Care and End of Life Issues 

It is recommended that there is greater awareness raising of the importance of a more holistic 

approach to providing care and support for people with a learning disability at all stages of 

dementia. The importance of a palliative approach from the point of diagnosis, with a recognised 

pathway is needed that begins earlier in the course of dementia, rather than only at end of life.’307 

Example of Good Practice Project: Building Bridges Supporting Care Project, The Prince and 

Princess of Wales Hospice, Glasgow. This is a 3 year funded project that aims to empower people 

with learning disabilities about death.308 

Palliative care stands well with the aims of person-centred dementia care and is beneficial in relation 

to caring for people with dementia. 309 Approaches should still be person-centred and value based, 

but will need to focus on maintaining and consolidating existing skills, with a greater crossover 

needed whereby intellectual disability services and dementia services learn from each other.310 

For people with a learning disability there is now a strong emphasis on involving them in their end of 

life care as for all other aspects of their life. This is made clear in Improving the Health and Wellbeing 

of People with Learning Disabilities: An evidence-based commissioning guide for clinical 

commissioning group which states that people with learning disabilities should be able to have the 

same end-of-life care planning and access the same palliative care services as everyone else, as this 

contributes to effective and coordinated care and a good death.311 

 

 

 

 

                                                           
306 Watchman, ‘Learning disability and dementia’, p168. 

307 Watchman, ‘Learning disability and dementia’, p15. 

308 For more information about the Learning Disabilities and Palliative Care Project: Supporting People with Learning Disabilities through 
the Palliative Care Pathway, please visit: http://www.ldpcproject.co.uk/palliative-care-pathway/ accessed on 16/10/15 

309 WHO, ‘Dementia’, p56. 

310 Watchman, ‘Learning disability and dementia’, p18. 

311 Learning Disabilities Observatory, RCGP, Public Health England. (2013). Improving the health and wellbing of people with learning 
disabilities: An evidence-based commissioning guide for clinical commissioning groups (CCGs). Available at: 
https://www.improvinghealthandlives.org.uk/publications accessed on 18/12/15. 

http://www.ldpcproject.co.uk/palliative-care-pathway/
https://www.improvinghealthandlives.org.uk/publications
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13) Bereavement and Loss 

It is imperative that all people, including those with learning disabilities, are able to access the 

supports given in their culture to understand death and loss.312 

People with a learning disability have the same right to participate fully in the grief and mourning 

process as the general population.  

There is a need for increased collaborative work to provide education and support to professionals 

and to parent organisations about death and dying so that they may become familiar with normal 

grief reactions and provide proper supports.313 There is potential for this to be introduced into 

schools and adult education curriculum for people with learning disabilities.314 Hollins suggests that 

more advice is needed to construct guidelines for organisations to follow when a death does 

occur.315
 This might include:  

 Helping professional caregivers rehearse breaking the news of a death  

 Practical plans to avoid immediate admission to residential care are required  

 The importance of ensuring that the bereaved person has some mementoes of their 

deceased relative must be remembered and advice on the importance of nonverbal rituals 

at the funeral may be helpful  

 Bereavement counselling for people with intellectual disabilities should be made available 

routinely and not just when a maladaptive reaction has been recognised as grief  

 Both individual and group work with bereaved individuals may be helpful, particularly if 

nonverbal approaches, such as the use of counselling picture books, are available.316
 

Example of Good Practice Resource: PAMIS Bereavement and Loss Learning Resource Pack  

This learning resource includes two separate packs.  The first is to support bereaved people with 

profound and multiple learning disabilities (PMLD) and draws from the experiences of parents, 

carers and professionals who have cared for someone with PMLD. The second is to support 

bereaved parents and carers who have cared for someone with profound and multiple learning 

disabilities.  This draws on the experiences of family carers, paid carers and professionals who have 

cared for people with PMLD.317 

 

                                                           
312 Hollins, S., ‘Managing Grief Better: People with Intellectual Disabilities’, (undated); Taken from Focus Group with NHS Tayside Learning 
Disability Heads of Service, 7th August 2015. 

313 Hollins, S., ‘Managing Grief Better: People with Intellectual Disabilities’, (undated) 

314 Ibid. 

315 Ibid. 

316 Ibid. 

317 PAMIS: In partnership with people with profound and multiple learning disabilities and their carers, Bereavement and Loss Resource 
Pack. For more information please visit: http://pamis.org.uk/_page.php?id=70  

http://pamis.org.uk/_page.php?id=70


66 
 

 

References 

Books 

Alfonso T, Krishnamoorthy ES, Gomez K. Caregiving for Dementia: Global Perspectives and       

Transcultural Issues. In: Krishnamoorthy ES, Prince MJ, Cummings JL, eds. Dementia: A Global 

Approach. Cambridge, Cambridge University Press, 2010. 

Bigby, C., (2004) Ageing with a Lifelong Disability: A Guide to Practice, Program and Policy Issues for 

Human Services Professionals. London: Jessica Kingsley Publishers (2004) 

Watchman, K. (ed.), Learning disability and dementia – research into practice’, London: Jessica 

Kingsley (2014) 

Welshman, J. and Walmsley, J. (Eds) (2006) Community Care in Perspective: Care, Control and 
Citizenship, Basingstoke, Palgrave Macmillan. 

 

Journal articles and newspapers 

Atherton, H.L. (2000) ‘Our friends in the north’. Nursing Times, 96(38), 30– 31. 

Atherton, H.,  ‘Getting it right together – Unit 2 – A brief history of learning disability’, University of 

Leeds, (2005) NHS QIS GIRT V1.0. 

Braddock, D. (1999). Aging and developmental disabilities: demographic and policy issues affecting 

American families. Mental Retardation, 37, 155-161. 

Cahill S et al. ‘The attitudes and practices of general practitioners regarding dementia diagnosis in 

Ireland’, International Journal of Geriatric Psychiatry, 2008, 23: 663–669. 

Cairns, D., Brown, J., Tolson, D. and Darbyshire, C., ‘Caring for a child with learning disabilities over a 

prolonged period of time: an exploratory survey on the experiences and health of older parent 

carers living in Scotland.’ Journal of Applied Research in Intellectual Disability. (2013) Doi: 

10.1111/jar.12071. 

Cooper, S. A., (1997). High prevalence of dementia among people with learning disabilities not 

attributable to Down’s syndrome. Psychological Medicine, 27(3), pp. 609-616. 

Coppus, A., Evenhuis, H., Verberne, GJ. et al., ‘Dementia and mortality in persons with Down’s’s 

syndrome’, Journal of Intellectual Disability Research 50, 10, (2006) pp.768-777. 

Coppus, AMW., Evenhuis, HM., Verberne, GJ. et al. (2010) Early age at menopause is associated with 

increased risk of dementia and mortality in women with Down’s syndrome. Journal of Alzheimer’s 

Disease 19, 2, 545-550;  



67 
 

Cosgrave, M., Tyrrell, J., McCarron, M., Gill, M. and Lawlor, BA. (1999) Age at onset of dementia and 

age of menopause in women with Down’s syndrome. Journal of Intellectual Disability Research 

43, 6, 461-465. 

De Graff, G., Vis, JC., Haveman, M., Gill, M. and Lawlor, BA. (1999) Assessment of prevalence of 

persons with Down’s syndrome: A theory-based demographic model. Journal of Applied Research 

in Intellectual Disability Research in Intellectual Disabilities 24, 3, 247-262. 

De Lepeleire JA et al. How do general practitioners diagnose dementia? Family Practice, 1994, 11 (2): 

148–152 

Englund, A., Jonsson, B., Zander, CS., Gustafsson, J. and Anneren, G. (2013) Changes in mortality and 

causes of death in the Swedish Down’s syndrome population. American Journal of Medical 

Genetics Part A, 161A, 642-649. 

Gazizova, D., Dudley, A. and Tuddenham, M., (2008). Downs syndrome, dementia and epilepsy. 

European Psychiatry, 23(Supplement 2), pp. S194-S194. 

Hall, C. B., Lipton, R. B., Sliwinski, M., Katz, M. J., Derby, C. A., Verghese, J., ‘Cognitive activities delay 

onset of memory decline in persons who develop dementia’, Neurology. 2009 August 4; 73(5): 

356–361. doi: 10.1212/WNL.0b013e3181b04ae3, available at: 

http://www.ncbi.nlm.nih.gov/pmc/articles/PMC2725932/# accessed on: 02/12/15. 

Holland, A., Hon, J., Huppert, FA., Stevens, F. and Watson, P. (1998) Population-based study of the 

prevalence and presentation of dementia in adults with Down’s syndrome. British Journal of 

Psychiatry 172, 6, 493-498. 

Hussein, S. & Manthorpe, J. (2005) 'An international review of the long-term care workforce: policies 

and shortages', Journal of Aging & Social Policy, 17(4): 75-94. 

Hussein, S. & Manthorpe, J. (2005) 'Older people with learning disabilities: workforce issues', Journal 

of Integrated Care, 13(1): 17-23. 

Iliffe S, Manthorpe J, Eden A. Sooner or later? Issues in the early diagnosis of dementia in general 

practice: a qualitative study. Family Practice, 2003, 20 (4): 376–381; Vernooij-Dassen M J et al. 

Factors affecting timely recognition and diagnosis of dementia across Europe: from awareness to 

stigma. International Journal of Geriatric Psychiatry, 2005, 20: 377–386 

Jamieson-Craig, R., Scior, K., Chan, T., Fenton, C., & Strydom, A. (2010) Reliance on carer reports of 

early symptoms of dementia among adults with intellectual disabilities. Journal of Policy and 

Practice in Intellectual Disabilities. 7(1). 34-41. 

Janicki, M. (2011) Quality outcomes in dementia care review. Journal of Intellectual Disability 

Research 55, 8, 763-776. 

Jones, J., Hathaway, D., Gilhooley, M., Leech, A., and MacLeod, S. (2010) Down’s syndrome health 

screening – the Fife model. British Journal of Learning Disabilities 38, 1, 5-9. Available at: 

http://onlinelibrary.wiley.com/doi/10.1111/j.1468-3156.2008.00529.x/pdf accessed on: 

24/10/14  

http://www.ncbi.nlm.nih.gov/pmc/articles/PMC2725932/
http://onlinelibrary.wiley.com/doi/10.1111/j.1468-3156.2008.00529.x/pdf


68 
 

Knapp, M., Romeo, R., & Beecham, J., (2009). Economic cost of autism in the UK. Autism, 13(3), 

pp.317-336. 

Koch T, Iliffe S. Rapid appraisal of barriers to the diagnosis and management of patients with 

dementia in primary care: a systematic review. BMC Family Practice, 2010, 11 (52): 1–8. 

Lhatto, S.D. and Sander, W.A.S.,  (2001). The Epidemiology of Epilepsy and Learning Disability. 

Epilepsia, 42(supplement 1), pp.6-9. 

Mitchell, D. (2001) ‘Scotland puts learning disabilities centre stage’. Society Guardian. Available at: 

http://society.guardian.co.uk/socialcare/story/0,7890,465057,00.html accessed on 03/12/15. 

Nirje, B., (1969). The Normalization Principle and its Human Management Implications. In R B Kugel 

& W Wolfensberger (Eds.) Changing Patterns in Residential Services for the Mentally Retarded 

Chapter 7, pp. 179-195 Washington DC: President’s Committee on Mental Retardation. 

Parry, I. (2014) ‘Adult serious case reviews: lessons for housing providers’, Journal of Social Welfare 

and Family Law. 

Prasher, V. P. (1995), Age-specific prevalence, thyroid dysfunction and depressive symptomatology 

in adults with down syndrome and dementia. Int. J. Geriat. Psychiatry, 10: 25–31. 

doi: 10.1002/gps.930100106 

Royal College of Psychiatrists Working Group (2004), the Interface between General and Community 

Psychiatry and Old Age Psychiatry Services: Report of a Working Group. London: Royal College of 

Psychiatrists. 

Royal Commission on the Law Relating to Mental Illness and Mental Deficiency (Percy Commission): 

Minutes, Papers and Reports 1957. 

Ring, H., Zia, A., Bateman, N., Williams, E., Lindeman, S. and Himlok, K., (2009). How is epilepsy 

treated in people with a learning disability? A retrospective observational study of 183 

individuals. Seizure, 18(4), pp. 264-268. 

Spanswick, E., (11th August 2015). ‘Many hospitals do not have clear signage and handrails for people 

with dementia’. Available at: http://www.carehome.co.uk/news/article.cfm/id/1570429/non-

clinical-aspects-of-dementia-care-key accessed on 17/11/15. 

Strydom, A., Livingston, G., King, M., Hassiotis A., The British Journal of Psychiatry (Jul 2007), 

Prevalence of dementia in intellectual disability using different diagnostic criteria, 191 (2) 

150157; DOI: 10.1192/bjp.bp.106.028845.  

Thompson, D., Ryrie, I., Wright, S. (2004) People with Intellectual Disabilities Living in Generic 

Residential Services of Older People in the UK, Journal of Applied Research in Intellectual 

Disabilities Vol. 17 No 2, p.101-107. 

Visser, F. E., Kunar, S. and Prasher, V. P., (2006). Neurophysiological changes associated with 

Dementia in Downs Syndrome. In: V. P. Prasher, ed., Down Syndrome and Alzheimer’s disease: 

biological correlates. Abingdon: Radcliffe Publishing, pp.141-155. 

http://society.guardian.co.uk/socialcare/story/0,7890,465057,00.html
http://dx.doi.org/10.1080/09649069.2014.895506
http://www.carehome.co.uk/news/article.cfm/id/1570429/non-clinical-aspects-of-dementia-care-key
http://www.carehome.co.uk/news/article.cfm/id/1570429/non-clinical-aspects-of-dementia-care-key


69 
 

Dissertations, Master theses and public information 

The American Academy of Developmental Medicine and Dentistry, the Rehabilitation Research and 

Training Center on Ageing with Developmental Disabilities-Lifespan Health and Function at the 

University of Illinois at Chicago, and the American Association on Intellectual and Developmental 

Disabilities, 2012: Report of the National Task Group on Intellectual Disabilities and Dementia 

Practice. “My Thinker’s Not Working”: A National Strategy for Enabling Adults with Intellectual 

Disabilities Affected by Dementia to Remain in Their Community and Receive Quality Supports. 

Available at: http://aadmd.org/sites/default/files/NTG_Thinker_Report.pdf accessed on 10 

February 2012. 

All-Party Parliamentary Group on Dementia, ‘Prepared to care: challenging the dementia skills gap’, 

(2009). 

Alzheimer’s Society (2013) Treating Behavioural and Psychological Symptoms of Dementia. Available 

at: 

www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=1191&pageNumber=3, 

accessed on 7 December 2013. 

Alzheimer’s Society (2014) Dementia UK: Update. Available at 

https://www.alzheimers.org.uk/dementiauk accessed on 16/11/15. 

Alzheimer’s Society, ‘Public awareness of dementia: what every commissioner needs to know’. 

London, 2009. 

Alzheimer Scotland (2014) Statistics, ‘Number of people with dementia in Scotland 2014’ (2014), 

available at: http://www.alzscot.org/campaigning/statistics accessed on: 24/10/14  

Alzheimer Scotland (2015) Statistics, ‘Number of people with dementia in Scotland 2015’. Available 

at http://www.alzscot.org/assets/0001/6171/2015_Stats.pdf, accessed on 11/09/15  

British Institute of Learning Disabilities (BILD) Factsheet: Older people with a learning disability 

(October 2012) 

British Institute of Learning Disabilities (BILD), ‘Supporting older people with learning disabilities: a 

toolkit for health and social care commissioners’, British Institute of Learning Disabilities (2014) 

available at: http://onlinelibrary.wiley.com/doi/10.1111/j.1468-3156.2008.00529.x/pdf accessed 

on: 02/12/14 

The British Psychological Society, ‘Dementia and People with Intellectual Disabilities: Guidance on 

the assessment, diagnosis, interventions and support of people with intellectual disabilities who 

develop dementia’, The British Psychological Society (April 2015). 

Butcher, T., (2009), ‘Looking to the Future: Ageing and Learning Disability Services’. 

Department of Health: Dementia. London, United Kingdom. Available at: 

http://www.dh.gov.uk/health/category/policy-areas/social-care/dementia/ accessed on 8 

December 2011. 

http://aadmd.org/sites/default/files/NTG_Thinker_Report.pdf
http://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=1191&pageNumber=3
https://www.alzheimers.org.uk/dementiauk%20accessed%20on%2016/11/15
http://www.alzscot.org/campaigning/statistics
http://www.alzscot.org/assets/0001/6171/2015_Stats.pdf
http://onlinelibrary.wiley.com/doi/10.1111/j.1468-3156.2008.00529.x/pdf
http://www.dh.gov.uk/health/category/policy-areas/social-care/dementia/


70 
 

Department of Health (1992) Social Care for Adults with Learning Disabilities (Mental Handicap): 

Local Authority Circular: London: Department of Health. 

Department of Health (2001) Valuing People: A New Strategy for Learning Disability in the 21st 

Century. London: TSO (The Stationery Office) 

Department of Health and Social Security. (1969) Report of the Committee of Inquiry into Allegations 

of Ill – Treatment of Patients and other irregularities at the Ely Hospital, Cardiff. Cmnd 3975. 

London: HMSO. 

Department of Health for Scotland and Scottish Health Services Council. (1957) Mental Deficiency in 

Scotland. Report by a Sub-Committee of the Standing Medical Advisory Committee. Edinburgh: 

HMSO.   

Dodd, K., ‘Dementia and People with Learning Disabilities’, Surrey and Borders Partnership NHS Trust 

(Undated), available at: 

http://www.surreypb.org.uk/section3/dementia/dementia%20and%20people%20with%20learni

ng%20disabilities.pdf accessed on: 17/11/14 

Emerson and Baines, S., (2010) ‘Health Inequalities and People with Learning Disabilities in the UK’ , 

Improving Health and Lives, Learning Disability Observatory. 

Emerson, E., Hatton, C. (2011), Estimating the Future Need for Adult Social Services for People with 

Learning disabilities in England: An Update. Improving Health and Lives: Learning Disability 

Observatory, available at: www.improvinghealthandlives.org.uk accessed on: 07/11/14 

Enable Scotland and Scottish Government, ‘Picking up the pieces: Supporting Carers with Emergency 

Planning.’ (September 2012) 

Equal Partners in Care (EPiC): Core principles for working with carers and young carers, NHS 

Education for Scotland (NES) and Scottish Social Services Council (SSSC) (2013). 

Equality and Human Rights Commission (EHRC) ‘Hidden in Plain Sight: Inquiry into disability-related 

harassment’, (2011) available at: 

http://www.equalityhumanrights.com/sites/default/files/documents/disabilityfi/ehrc_hidden_in

_plain_sight_3.pdf Accessed on: 2/11/15. 

Evenhuis, H., Henderson, C. M., Beange, H., Lennox, N., & Chicoine, B., (2000), ‘Healthy Ageing – 

Adults with Intellectual Disabilities: Physical Health Issues. Geneva: World Health Organisation 

(WHO). 

Foundation for People with Learning Disabilities ‘Talking Together’ Toolkit (2015) Christine Towers 

and Cindy Glover 

Greasley-Adams, C., Bowers, A., Dawson, A., McCabe, L., with the Dementia Services Development 

Centre; Research undertaken with the University of Stirling, funded by Thomas Pocklington Trust,  

‘Good Practice in the design of homes and living spaces for people with dementia and sight loss’. 

Available at: http://dementia.stir.ac.uk/design/good-practice-guidelines accessed on 17/10/15. 

http://www.surreypb.org.uk/section3/dementia/dementia%20and%20people%20with%20learning%20disabilities.pdf
http://www.surreypb.org.uk/section3/dementia/dementia%20and%20people%20with%20learning%20disabilities.pdf
http://www.improvinghealthandlives.org.uk/
http://www.equalityhumanrights.com/sites/default/files/documents/disabilityfi/ehrc_hidden_in_plain_sight_3.pdf
http://www.equalityhumanrights.com/sites/default/files/documents/disabilityfi/ehrc_hidden_in_plain_sight_3.pdf
http://dementia.stir.ac.uk/design/good-practice-guidelines%20accessed%20on%2017/10/15


71 
 

Holland, A. J., Benton, M., (2004) Ageing and its Consequences for People with Down’s Syndrome: A 

Guide for Parents and Carers. Teddington: Down’s Syndrome Association. 

Hollins, S., ‘Managing Grief Better: People with Intellectual Disabilities’, (undated) available at: 

http://www.intellectualdisability.info/mental-health/managing-grief-better-people-with-

intellectual-disabilities  

Improving services and support for people with dementia. London, National Audit Office, 2007. 

Available at: http://www.nao.org.uk/publications/0607/dementia_services_and_ support.aspx  

accessed on 12 February 2012 

Kaduszkiewicz H, Wiese B, Van den Bussche H. Self-reported competence, attitude and approach of 

physicians towards patients with dementia in ambulatory care: results of a postal survey. BMC 

Health Services Research, 2008, 8 (54): 1–10. 

Learning Disability Alliance Scotland (LDAS) (2010) Stuck 869. Scotland: Dalkeith  

Marder, L. and Dennis, J. (2013) Healthcare Services and Support for People with Down’s Syndrome in 

the UK: Down’s Syndrome Medical Interest Group, available at: 

www.dsmig.org.uk/library/articles/uk-healthcare.html accessed on: 23/10/14 

McKay, Colin and Patrick, Hilary. (1995) The care maze. The law and your rights to community care in 

Scotland. Glasgow: ENABLE & Scottish Association for Mental Health.  

National Audit Office, Report by the Comptroller and Auditor General, (London: 4th July 2007), 

‘Improving services and support for people with dementia’. Available at: 

https://www.nao.org.uk/wp-content/uploads/2007/07/0607604.pdf   accessed on 12 February 

2012. 

National Institute for Health and Care Excellence (NICE) Guidelines Equality Impact Assessment, 11th 

August 2015. 

National Institute for Health and Care Excellence (NICE) Guideline Scope for consultation, Older 

people with learning disabilities, 11th August to 8th September 2015. 

National Institute for Health and Care Excellence (NICE) – Social Care Institute for Excellence (SCIE), 

Guideline on Supporting People with Dementia and their Carers in Health and Social Care. The 

British Psychological Society and Gaskell (2007) Available: 

http://www.scie.org.uk/publications/misc/dementia/dementia-fullguideline.pdf?res=true  

accessed: 7 December 2013. 

NHS Tayside Learning Disability Service Down’s Syndrome Health Screening Clinics: Progress Update 

Report 4 Years on (June 2015 Update Data) 

Office for National Statistics (2011) “Harmonised Concepts and Questions for Social Data Sources 

Primary Standards: Long-Lasting Health Conditions and Illness; Impairments and Disabilities” 

Office for National Statistics. 

http://www.intellectualdisability.info/mental-health/managing-grief-better-people-with-intellectual-disabilities
http://www.intellectualdisability.info/mental-health/managing-grief-better-people-with-intellectual-disabilities
http://www.nao.org.uk/publications/0607/dementia_services_and_%20support.aspx
http://www.dsmig.org.uk/library/articles/uk-healthcare.html
https://www.nao.org.uk/wp-content/uploads/2007/07/0607604.pdf
http://www.scie.org.uk/publications/misc/dementia/dementia-fullguideline.pdf?res=true


72 
 

Office for National Statistics (2011) “Harmonised Concepts and Questions for Social Data Sources 

Primary Standards: Long-Lasting Health Conditions and Illness; Impairments and Disabilities” 

PAMIS ‘Scottish Government Short-Life Working Group on the Delivery of Invasive Health Care 

Procedures to People with Profound & Multiple Learning Disabilities’ (August 2014) 

Scotland Census 2011, Table DC3106SC Long-term health conditions (1) by sex by age at council 

area, available at: http://www.scotlandscensus.gov.uk/ods-web/standard-outputs.html accessed 

on: 01/12/14 

Scotland's Census (2011) - National Records of Scotland Table DC3101SC - Long-term health problem 

or disability by sex by age 

Scottish Consortium for Learning Disability (SCLD) Statistics Release: Learning Disability Statistics 

Scotland 2013 (eSAY) (2013). Available at: 

http://www.scld.org.uk/sites/default/files/statistics_release_learning_disability_statistics_scotla

nd_2013_0.pdf accessed on: 20/10/14 

Scottish Consortium for Learning Disability (SCLD) Annex B: Local Authority Level Learning Disability 

Statistics Scotland (2013), available at: 

http://www.scld.org.uk/sites/default/files/learning_disability_statistics_scotland_annex_b_2013

_0.pdf accessed on: 01/12/14 

Scottish Consortium for Learning Disability (SCLD) Statistics Release: Learning Disability Statistics 

Scotland (LDSS) (2014). Available at http://www.scld.org.uk/wp-

content/uploads/2015/08/Learning-Disability-Statistics-Scotland-2014-report.pdf , accessed on 

17/08/15. 

Scottish Consortium for Learning Disability (SCLD) Annex B: Local Authority Level Learning Disability 

Statistics Scotland (2014), available at: http://www.scld.org.uk/wp-

content/uploads/2015/08/Annex-B-2014.pdf , accessed on 17/08/15. 

Scottish Consortium for Learning Disability (SCLD) The National Confidential Forum: Estimating the 

number of people with learning disabilities placed in institutional care as children, 1930 – 2005, 

October 2014, p14. Available at: http://www.scld.org.uk/wp-

content/uploads/2015/06/ncf_report.pdf accessed on 18/11/15. 

Scottish Government. (2000) The same as you? A review of services for people with learning 

disabilities. Edinburgh: Scottish Executive. 

Scottish Government, Adults with Incapacity (Scotland) Act 2000. Available at: 

http://www.legislation.gov.uk/asp/2000/4/pdfs/asp_20000004_en.pdf accessed on 18/11/15 

accessed on 20/08/14.   

Scottish Government. (2013) The keys to life: improving quality of life for people with learning 

disabilities. Edinburgh: Scottish Government. 

http://www.scotland.gov.uk/Resource/0042/00424389.pdf accessed 20 August 2014.   

http://www.scotlandscensus.gov.uk/ods-web/standard-outputs.html
http://www.scld.org.uk/sites/default/files/statistics_release_learning_disability_statistics_scotland_2013_0.pdf
http://www.scld.org.uk/sites/default/files/statistics_release_learning_disability_statistics_scotland_2013_0.pdf
http://www.scld.org.uk/sites/default/files/learning_disability_statistics_scotland_annex_b_2013_0.pdf
http://www.scld.org.uk/sites/default/files/learning_disability_statistics_scotland_annex_b_2013_0.pdf
http://www.scld.org.uk/wp-content/uploads/2015/08/Learning-Disability-Statistics-Scotland-2014-report.pdf
http://www.scld.org.uk/wp-content/uploads/2015/08/Learning-Disability-Statistics-Scotland-2014-report.pdf
http://www.scld.org.uk/wp-content/uploads/2015/08/Annex-B-2014.pdf
http://www.scld.org.uk/wp-content/uploads/2015/08/Annex-B-2014.pdf
http://www.scld.org.uk/wp-content/uploads/2015/06/ncf_report.pdf%20accessed%20on%2018/11/15
http://www.scld.org.uk/wp-content/uploads/2015/06/ncf_report.pdf%20accessed%20on%2018/11/15
http://www.legislation.gov.uk/asp/2000/4/pdfs/asp_20000004_en.pdf%20accessed%20on%2018/11/15
http://www.scotland.gov.uk/Resource/0042/00424389.pdf


73 
 

Scottish Government. (2004) Home at last? The same as you? National Implementation Group 

Report of the short-life working group on Hospital Closure and Service Reprovision. Edinburgh: 

Scottish Office. p.5. http://www.scotland.gov.uk/Publications/2004/01/18741/31584  accessed 7 

July 2014.   

Scottish Government, The Reshaping Care for Older People: A Programme for Change 2011-2021. 

Available at: http://www.scotland.gov.uk/Resource/0039/00398295.pdf, accessed on 28/01/15. 

Scottish Government (2014) Public Bodies (Joint Working) (Scotland) Act 2014, available at: 

http://www.legislation.gov.uk/asp/2014/9/pdfs/asp_20140009_en.pdf accessed on 08/10/14 

Scottish Government. The Reshaping Care for Older People: A Programme for Change 2011-2021, 

available at: http://www.scotland.gov.uk/Resource/0039/00398295.pdf, accessed on 28/01/15 

Scottish Government. Safe, Effective and Person-centred: The Scottish Government 2020 Vision, 

available at: http://www.scotland.gov.uk/Topics/Health/Policy/2020-Vision accessed on 

16/12/14 

Scottish Government, The Mental Health (Care and Treatment) (Scotland) Act 2003. Available at: 

http://www.legislation.gov.uk/asp/2003/13/contents accessed on 12/08/14  

Scottish Government, The Adult Support and Protection (Scotland) Act 2007. Available at: 

http://www.gov.scot/Topics/Health/Support-Social-Care/Adult-Support-Protection accessed on 

12/08/14 

Scottish Government. Scottish Strategy for Autism, (November 2011). Available at: 

http://www.autismstrategyscotland.org.uk/ accessed on: 03/12/15. 

Scottish Government, Equality Act 2010. Available at 

http://www.legislation.gov.uk/ukpga/2010/15/contents accessed on: 08/12/14. 

Scottish Government, Human Rights Act 2008, available at: 

http://www.legislation.gov.uk/ukpga/1998/42/contents accessed on: 08/12/14 

Scottish Home and Health Department and Scottish Education Department. (1972) Services for the 

mentally handicapped. Memorandum from the Scottish Home and Health Department and 

Scottish Education Department. Edinburgh. 

Scottish Human Rights Commission (SHRC), available at: http://scottishhumanrights.com/ accessed 

on: 08/12/14 

Scotland’s National Action Plan for Human Rights 2013-2017, (SNAP), Scottish Human Rights 

Commission (SHRC), available at: Small N, Downs M, Froggatt K. Improving end of life care for 

people with dementia: The benefits of combining UK approaches to palliative care and dementia 

care. In: Miesen BML, Jones GMM (eds.) Care giving in dementia: research and applications. Vol. 

4. London, Routledge, 2006. 

http://www.scotland.gov.uk/Publications/2004/01/18741/31584
http://www.scotland.gov.uk/Resource/0039/00398295.pdf
http://www.legislation.gov.uk/asp/2014/9/pdfs/asp_20140009_en.pdf
http://www.scotland.gov.uk/Resource/0039/00398295.pdf
http://www.scotland.gov.uk/Topics/Health/Policy/2020-Vision
http://www.legislation.gov.uk/asp/2003/13/contents%20accessed%20on%2012/08/14
http://www.gov.scot/Topics/Health/Support-Social-Care/Adult-Support-Protection
http://www.autismstrategyscotland.org.uk/
http://www.legislation.gov.uk/ukpga/2010/15/contents
http://www.legislation.gov.uk/ukpga/1998/42/contents
http://scottishhumanrights.com/


74 
 

Thompson D & Wright S (2001) Misplaced and forgotten? People with learning disabilities in 

residential services for older people. The Foundation for People with Learning Disabilities: 

London. 

Turner, S., Bernard, C., ‘Supporting older people with learning disabilities: a toolkit for health and 

social care commissioners’, British Institute of Learning Disabilities (BILD) and The National 

Development Team for Inclusion (NDTi) (2014). 

United Nations, ‘Convention on the rights of persons with disabilities’,  (2010), p20-p21, available at: 

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/238405/7905.p

df accessed on: 08/12/14 

United Nations Universal Declaration of Human Rights (Paris, 1948), available: at 

http://www.ohchr.org/EN/UDHR/Documents/UDHR_Translations/eng.pdf , accessed on: 

12/11/15. 

Ward, C., ‘Perspectives on Ageing with a learning disability’, Joseph Rowntree Foundation, January 

2012 

Watchman, K. et al., ‘Supporting Derek: a practice development guide to support staff working with 

people who have a learning difficulty and dementia’, published by the Joseph Rowntree 

Foundation in partnership with The University of Edinburgh (2010) 

Watchman, K., Tuffrey-Wiine, I., Quinn, S., ‘Jenny’s Diary’, (2015) 

Wolfensberger, W., ‘Normalisation’ (1972) The Principle of Normalisation in Human Services, 

National Institute of Mental Retardation, Toronto. 

Wolfensberger W., and Glenn, L., (1975). Program analysis of service systems: A method for the 

quantitative evaluation of human services (3rd ed.) Vol. I: Handbook. Vol II: Field manual. Toronto, 

ON: National Institute on Mental Retardation. (PS) 

World Health Organization (WHO), ‘Definition of palliative care’, Geneva 2002. Available at: 

http://www.who.int/cancer/palliative/definition/en  accessed on 5 February 2012. 

World Health Organization and Alzheimer’s Disease International, Dementia: A Public Health Priority 

(2012) 

Young, G., Joint Improvement Team, (May 2015) ‘Making the Connection: Guide to assessing the 

housing related needs of older and disabled households’. 

Web pages 

ARK Housing Association Ltd., Rymonth House. Available at: 

http://www.scswis.com/index.php?option=com_content&view=article&id=7644&Itemid=489&b

ereNextPageId=ServiceDetails_action.php&action=displayService&CaseNumber=CS2004073957 , 

accessed on 12/12/14. 

Alzheimer’s Society (2012) Selecting a Care Home. Available at: 

www.alzheimers.org.uk/site/scripts/download_info.php?fileID=1787, accessed on 24 March 2014 

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/238405/7905.pdf
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/238405/7905.pdf
http://www.ohchr.org/EN/UDHR/Documents/UDHR_Translations/eng.pdf
http://www.who.int/cancer/palliative/definition/en
http://www.scswis.com/index.php?option=com_content&view=article&id=7644&Itemid=489&bereNextPageId=ServiceDetails_action.php&action=displayService&CaseNumber=CS2004073957
http://www.scswis.com/index.php?option=com_content&view=article&id=7644&Itemid=489&bereNextPageId=ServiceDetails_action.php&action=displayService&CaseNumber=CS2004073957
http://www.alzheimers.org.uk/site/scripts/download_info.php?fileID=1787


75 
 

Care Inspectorate, available at: http://www.careinspectorate.com/ , accessed on: 13/11/14 

Carers Scotland, available at: http://www.carersuk.org/scotland , accessed on: 13/11/14 

Convention of Scottish Local Authorities (COSLA), available at: http://www.cosla.gov.uk/ , accessed 

on: 24/10/14 

Downs Syndrome Scotland, available at: http://www.dsscotland.org.uk/ , accessed on: 24/10/14 

Enable Scotland, available at: http://www.enable.org.uk/Pages/Enable_Home.aspx  , accessed on: 

24/10/14 

Equality and Human Rights Commission (EHRC), available at: http://www.equalityhumanrights.com/ 

, accessed on: 08/12/14 

European Convention on Human Rights (ECHR) (1950), available at: 

http://www.echr.coe.int/Documents/Convention_ENG.pdf , accessed on 12/11/15. 

Foundation for People with Learning Disabilities (FPLD), available at: 

http://www.learningdisabilities.org.uk/ , accessed on: 24/10/14 

Mental Exercise and Dementia, Alzheimer’s Australia (2011), available at: 

https://fightdementia.org.au/sites/default/files/helpsheets/Helpsheet-DementiaQandA06-

MentalExercise_english.pdf , accessed on 02/12/15 

Milestone House: Mortimer House. Available at 

http://www.milestonestrust.org.uk/carehomes/19/mortimer-house , accessed on 12/12/14 

Social Care Institute for Excellence (SCIE) ‘Dealing with anti-social behaviour: Disability-related 

harassment, hate and mate crime’, Guidance for housing managers. Available at 

http://www.scie.org.uk/publications/guides/guide53/housing-managers/anti-social-

behaviour/disability-related.asp , accessed on 17/11/15. 

Scottish Government, available at: http://www.scotland.gov.uk/ , accessed on: 24/10/14 

Stirling Dementia Services Development Centre (DSDC), available at: http://dementia.stir.ac.uk/ , 

accessed on: 14/11/14 

 

 

 

 

 

 

http://www.careinspectorate.com/
http://www.carersuk.org/scotland
http://www.cosla.gov.uk/
http://www.dsscotland.org.uk/
http://www.enable.org.uk/Pages/Enable_Home.aspx
http://www.equalityhumanrights.com/
http://www.echr.coe.int/Documents/Convention_ENG.pdf
http://www.learningdisabilities.org.uk/
https://fightdementia.org.au/sites/default/files/helpsheets/Helpsheet-DementiaQandA06-MentalExercise_english.pdf
https://fightdementia.org.au/sites/default/files/helpsheets/Helpsheet-DementiaQandA06-MentalExercise_english.pdf
http://www.milestonestrust.org.uk/carehomes/19/mortimer-house
http://www.scie.org.uk/publications/guides/guide53/housing-managers/anti-social-behaviour/disability-related.asp%20,%20accessed%20on%2017/11/15
http://www.scie.org.uk/publications/guides/guide53/housing-managers/anti-social-behaviour/disability-related.asp%20,%20accessed%20on%2017/11/15
http://www.scotland.gov.uk/
http://dementia.stir.ac.uk/


76 
 

Appendices 

Appendix A 

Better Lives in Older Age: Framework for Delivery May 2015 to May 2016 

There are 6 main actions of the Better Lives Project: 

1. Collecting data and information about the needs of people growing older with a learning 
disability and their families and carers. Work with partner agencies to improve accuracy of 
local data – for estimating prevalence, forming policy and shaping future strategic 
commissioning of services. 

 
2. Enable and support people to make personal outcome plans for the future: produce and 

ensure access to good quality, accessible information and professional advice for people 
with learning disabilities and their families to record their wishes or what they would like to 
have happen in the event of sudden ill health or incapacity i.e. dementia, terminal illness 

 
3. Enable services to support people with more complex needs – develop specialist 

knowledge and skills in services and the workforce; particularly for staff supporting older 
clients and older families/carers to assist with planning for the future – ongoing discussions 
with Promoting Excellence Steering Group regarding incorporating ‘Supporting Derek’ into 
the current Dementia training plan. 

 
4. Support families and carers – to ensure their ongoing needs are met (linked to Work Stream 

2) 
 

5. Work closely with partner agencies and all service providers to enhance befriending 
opportunities – in collaboration with PUSH GOLD Group, engage with local communities to 
create social contacts (Buddies) to reduce loneliness and support older people and their 
carer’s with daily activities  

 
6. Improved health screening and monitoring of social needs - services keep track of the 

individual’s life transitions (e.g. from adulthood to older age, from older age or illness to 
dying and death), and where a sudden change occurs, they are able to provide immediate 
support 

 
Vision  

For people with learning disabilities to live a rewarding life, enjoying the same opportunities as 

everyone else; whilst their carers and families get the support and advice they need. 

Purpose:  

To improve outcomes for people with learning disabilities by encouraging everyone to work together 

towards common goals. 
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Intended Outcomes 

Strategic partners will develop and implement a new joint policy with the aim of achieving a range of 

improved outcomes for older people with a learning disability. The policy framework will shape our 

local approach and guide the management of the ‘transition’ from adult care services to specialist 

services for older people. The scope of this policy will also take account of the needs of older carers 

and parents; and where ‘mutual caring’ has developed over time.  

The proposal will support the following National Health and Wellbeing Outcomes and the 

Keys to Life Recommendations: 

Work Stream 1: Collecting data and information 

Outcome 9: Resources are used effectively and efficiently in the provision of health and social care 

services: Accurate information will be available to inform local commissioning and investment plans 

Trends in Long term conditions 

Recommendation 10: That by 2015, the Primary Care Division of the Scottish Government and 

Scottish Learning Disabilities Observatory will work together to develop a process of annual 

reporting of trends in the management of the long term conditions of people with learning 

disabilities. 

Integrated data collection 

Recommendation 12: That by 2016, the Scottish Consortium for Learning Disability, local authorities 

and the Scottish Learning Disability Observatory will work in partnership to provide information to 

Information Services Division and Analytical Services Division of Scottish Government, to identify by 

unique NHS numbers the adults with learning disabilities using social work resources. 

Work Stream 2: Enable and support people to make personal outcome plans for the future 

Outcome 2: People, including those with disabilities or long term conditions, or who are frail, are able 

to live, as far as reasonably practicable, independently and at home or in a homely setting in their 

community. 

Health Inequalities 

Recommendation 13: That Learning Disability Strategy Implementation Group will work with NHS 

National Services Scotland (National Information Systems Group) to ensure that both the Emergency 

Care Summary (ECS) and the Key Information Summary (KIS) meet the information needs of people 

with learning disabilities accessing health care. 

Flexible Short Breaks 

Recommendation 36: That to improve the availability of flexible, good quality short breaks for 

people with learning disabilities and their families and carers, the Scottish Government will enhance 

the voluntary sector Short Breaks Fund to support children and adults with learning disabilities 

including to provide opportunities and develop skills and confidence. 
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Emergency Planning 

Recommendation 37: That the Scottish Government works with Enable Scotland to build on the work 

set out in the 2012 report, ‘Picking Up the Pieces – Supporting carers with Emergency Planning’ so 

that plans are put in place to support people with learning disabilities and their carers. 

Complex Care/ Alternative models of provision 

Recommendation 52: That the Scottish Government, COSLA and ADSW should scope public sector 

investment in high-cost care packages and explore opportunities for developing alternative models 

of provision by June 2015, including through self-directed support, and by developing housing with 

support, to improve outcomes for individuals and their families and ensure value for money. 

Work Stream 3: Enable services to support people with more complex needs 

Outcome 2: People, including those with disabilities or long term conditions, or who are frail, are able 

to live, as far as reasonably practicable, independently and at home or in a homely setting in their 

community. 

Outcome 5: Health and social care services contribute to reducing health inequalities.  

Outcome 4: Health and social care services are centred on helping to maintain or improve the quality 

of life of people who use those services.  

Invasive procedure PMLD 

Recommendation 43: That all stakeholders involved with people with PMLD commit to the 

implementation of the Scottish Quality framework for the delivery of invasive procedures, which will 

be launched in Autumn 2013. 

Changing Places Toilets 

That a sub group of the Learning Disability Implementation Group is set up to increase the number 

of Changing Places toilets in Scotland to 100 by June 2015 using the conclusions and 

recommendations set out in the Scottish Government’s report ‘Changing Places Toilets’ and by 

implementing the UK-wide Changing Places Consortium’s Charter in Scotland. 

Work Stream 4: Support families and carers (linked to Work stream 2) 

Outcome 2: People, including those with disabilities or long term conditions, or who are frail, are able 

to live, as far as reasonably practicable, independently and at home or in a homely setting in their 

community. 

Outcome 4: Health and social care services are centred on helping to maintain or improve the quality 

of life of people who use those services.  

Support Carers with emergency planning 
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Recommendation 37: That the Scottish Government works with ENABLE Scotland to build on the 

work set out in the 2012 report, ‘Picking Up the Pieces – Supporting carers with Emergency Planning’ 

so that plans are put in place to support people with learning disabilities and their carer’s. 

Work Stream 5: Encourage and facilitate co-production 

Outcome 4: Health and social care services are centred on helping to maintain or improve the quality 

of life of people who use those services. Friendship clubs and day services with no age related criteria 

for people, that are quieter, more relaxed with an emphasis on maintaining relationships and 

health…greater focus on need and appropriateness of the support. 

Friendships and Social networks 

Recommendation 33: That SCLD, in collaboration with ENABLE Scotland, should work with local 

voluntary services to: 

• Encourage the setting up and expansion of befriending services and natural networks for 

people with learning disabilities. 

• Work with local authorities and NHS Boards to ensure that the planning, commissioning, 

procurement and implementation of services gives scope for the inclusion of befriending 

services and natural networks. 

• Record the number of people receiving befriending services and natural networks in annual 

eSAY statistical returns. 

Recommendation 34: That by the end of 2013 the Scottish Government in partnership with Equal 

Futures and other relevant organisations holds a friendship event to help people with learning 

disabilities to be supported to have more friends. 

Work Stream 6: Improved health screening and monitoring of social needs 

Outcome 2: People, including those with disabilities or long term conditions, or who are frail, are able 

to live, as far as reasonably practicable, independently and at home or in a homely setting in their 

community. 

Healthy Lives/Healthy Support 

Recommendation 17: That the Learning Disability Strategy Implementation Group will work with the 

Scottish Learning Disability Observatory to establish and implement a targeted health screening 

programme for people with learning disabilities across NHS Scotland. 
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How will you know your proposal outcomes have been successful? 

Local operational services and commissioning plans set out clear outcomes for older people with 

learning disabilities and their families that reflect their views, and demonstrate how inequalities are 

being addressed. 

Specific reference is made to how services can work together to improve outcomes, and how issues 

for older people with learning disabilities and their families are embedded in wider strategies for 

older people 

Services keep track of the individual’s life transitions, and should a sudden change occur, they are 

able to provide immediate support.  

Older people with learning disabilities and their families are involved in developing local plans.  

Plans include better co-ordination of mainstream and specialist older people’s services 

How will the success of your project be measured? 

By measurement of a comprehensive range of performance indicators as follows: 

• Number of people that have had an early discussion with family about accommodation and 

support options. 

• Increased numbers able to remain living where they choose, to live, with support, using 

person centred supports such as personal budgets 

• Decreased number of inappropriate care home placements 

• Examples of Easy Read information about housing and support 

• Local frameworks and plans that specifically address the needs of older people with learning 

disabilities and their families 

• Training plans 

Satisfaction Surveys: 

• Interviews with providers 

• Interviews with staff 

• Feedback from older people with learning disabilities and family carers – Commissioning 

PUSH to carry out on behalf of the Strategy Group 

From Records: 

• Numbers of people who have had a health check. 

• Examples of accessible information on health checks and healthy lifestyles 

• Staff training records 

• Examples of health action plans and hospital passports 

• Number of end of life care plans in place 

• Extent to which individuals receiving support and their family have been supported to be 

able to talk about end of life (if available) 
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How will your proposal be mainstreamed or made sustainable? 

The proposal is a service development and improvement initiative resourced for one year. It will 

promote integrated working practices, increase provider and community capacity, quality, 

effectiveness and efficiency of existing services in readiness for a changing population with different 

needs and challenges.  

A Development Officer (PR8) will work with a range of statutory, independent and third sector 

service providers and staff teams to progress the work streams detailed in the previous section; and 

as derived from the local quality framework (in development). Line management will be provided by 

PKC H-CC Planning and Policy Team. Project governance and monitoring will be undertaken by the 

Joint Strategy Group for Learning Disability Services; thus ensuring wide accountability, strategic 

coherence and involvement/engagement of all stakeholders including service users and carers. 
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Appendix B  

O’Brien and Tyne’s Five Service Accomplishments 318
 

Community Presence – ensuring that service users are present in the community by supporting their 
actual presence in the same neighbourhoods, schools, workplaces, shops, recreation facilities and 
churches as ordinary citizens.  

Choice – ensuring that service users are supported in making choices about their lives by 
encouraging people to understand their situation, the options they face and to act in their own 
interest both in small everyday matters and in such important issues as who to live with and what 
type of work to do.  

Competence – developing the competence of service users by developing skills and attributes that 
are functional and meaningful in natural community environments and relationships, i.e. skills and 
attributes which significantly decrease a person’s dependency or develop personal characteristics 
that other people value.  

Respect – enhancing the respect afforded to service users by developing and maintaining a positive 
reputation for people who use the service by ensuring that the choice of activities, locations, and 
forms of dress and use of language promote perception of people with disabilities as developing 
citizens.  

Community participation – ensuring that service users participate in the life of the community by 
supporting people’s natural relationships with their families, neighbours and co-workers and, when 
necessary, widening each individual’s network of personal relationships to include an increasing 
number of people.  

 

 

 

 

 

 

 

 

 

 

 

                                                           
318 Atherton, H., ‘Getting it right together’, p49. 
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Appendix C  

The Policy Context of the Better Lives Project 

The Keys to Life – Improving Quality of Life for people with Learning Disabilities  

This is Scotland’s 10 year learning disability strategy launched in June 2013 by the Scottish 

Government. There are 52 recommendations in this strategy, the majority of which are aimed at 

health. It builds on the success of ‘The same as you?’, the previous strategy which was published in 

2000 following a review of services for people with learning disabilities. 

Recommendation 3 of the ‘Keys to Life’ sets out that by April 2015 community planning partners 

should ensure local arrangements for joint commissioning are developed across relevant partner 

agencies and service areas to support the delivery of agreed outcomes, and that these take account 

of the needs of people with learning disabilities.319 

The Reshaping Care for Older People 

This is a Scottish Government initiative aimed at improving services for older people by shifting care 

towards anticipatory care and prevention. A programme for change 2011-2021 sets out the vision 

and has been produced in consultation with the people of Scotland, politicians and professionals 

both locally and nationally.  

The vision is of a Scotland where older people are valued as an asset, their voices are heard and 

older people are supported to enjoy full and positive lives in their own home or in a homely setting. 

320 

Safe, Effective and Person-centred: The Scottish Government 2020 Vision 

In 2011, the Scottish Government set out its strategic vision for achieving sustainable quality in the 
delivery of healthcare services across Scotland, in the face of the significant challenges of Scotland’s 
public health record, our changing demography and the economic environment.  

The 2020 Vision provides the strategic narrative and context for taking forward the implementation 
of the Quality Strategy, and the required actions to improve efficiency and achieve financial 
sustainability. 

The Scottish Government's 2020 Vision is that by 2020 everyone is able to live longer healthier lives 
at home, or in a homely setting and, that we will have a healthcare system where: 

 We have integrated health and social care 

 There is a focus on prevention, anticipation and supported self-management 

 Hospital treatment is required, and cannot be provided in a community setting, day case 
treatment will be the norm 

                                                           
319 Scottish Government, The keys to life: Improving quality of life for people with learning disabilities, (2013), available at 
http://www.scld.org.uk/sites/default/files/publications/the_keys_to_life_-_full_version.pdf, accessed on 09/10/14  

320 The Reshaping Care for Older People: A Programme for Change 2011-2021, available at: 
http://www.scotland.gov.uk/Resource/0039/00398295.pdf, accessed on 28/01/15 

http://www.scld.org.uk/sites/default/files/publications/the_keys_to_life_-_full_version.pdf
http://www.scotland.gov.uk/Resource/0039/00398295.pdf
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 Whatever the setting, care will be provided to the highest standards of quality and safety, 
with the person at the centre of all decisions 

 There will be a focus on ensuring that people get back into their home or community 
environment as soon as appropriate, with minimal risk of re-admission.  

The Quality Strategy is the approach and shared focus for all work to realise the 2020 Vision. 

The Quality Strategy aims to deliver the highest quality healthcare to the people of Scotland to 
ensure that the NHS, Local Authorities and the Third Sector work together, and with patients, carers 
and the public, towards a shared goal of world-leading healthcare. 

Quality Ambitions 

Based on the Institute of Medicine’s six dimensions of Quality and informed by what the people of 
Scotland told us they want from their healthcare system (Caring, Compassionate, Communication, 
Collaboration, Clean environment, Continuity of care and Clinical excellence), three Quality 
Ambitions were developed: 

 Safe - There will be no avoidable injury or harm to people from healthcare, and an appropriate, 
clean and safe environment will be provided for the delivery of healthcare services at all time 

 Person-Centred - Mutually beneficial partnerships between patients, their families and those 
delivering healthcare services which respect individual needs and values and which demonstrates 
compassion, continuity, clear communication and shared decision-making 

 Effective - The most appropriate treatments, interventions, support and services will be provided at 
the right time to everyone who will benefit, and wasteful or harmful variation will be eradicated 

 Implementation 
All healthcare policy is being aligned to drive the delivery of these three Quality Ambitions.  The 
Quality Strategy is building on the significant progress made in improving healthcare over the last 
few years in terms of: 

 Reducing waiting times 

 Improving access in Primary Care and for Dental treatment 

 Healthcare and support for people with long term conditions 

 Better outcomes for people with Cancer, Stroke, heart disease and diabetes.321 

 

The Scottish Social Services Council (SSSC) Promoting Excellence Framework  

The SSSC and NHS Education for Scotland’s (NES) developed this learning framework to help people 

develop the right knowledge and skills for working with people living with dementia. 

Promoting Excellence defines four levels of knowledge and skills which can help to identify learning 

needs and plan appropriate learning activities.322  

 

                                                           
321 Scottish Government. Safe, Effective and Person-centred: The Scottish Government 2020 Vision 

322 The Scottish Social Services Council (SSSC), Promoting Excellence Framework, available at: http://www.sssc.uk.com/workforce-

development/supporting-your-development/promoting-excellence-in-dementia-care accessed on: 15/12/15 

http://www.sssc.uk.com/workforce-development/supporting-your-development/promoting-excellence-in-dementia-care
http://www.sssc.uk.com/workforce-development/supporting-your-development/promoting-excellence-in-dementia-care
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The Legislative Context of the Better Lives Project 

The Adults with Incapacity (Scotland) Act 2000 

This Act provides a framework for safeguarding the welfare and managing the finances of adults who 

lack capacity due to mental disorder or inability to communicate. 

The Adults with Incapacity (Scotland) Act 2000 was one of the earliest pieces of legislation to be 
passed by the Scottish Parliament. It provides a framework for safeguarding the welfare and 
managing the finances of adults who lack capacity due to mental disorder or inability to 
communicate. 

The Act introduced a system for safeguarding the welfare and managing the finances and property 
of adults (age 16 and over) who lack capacity to act or make some or all decisions for themselves 
because of mental disorder or inability to communicate due to a physical condition. It allows other 
people to make decisions on behalf of these adults, subject to safeguards. The main groups to 
benefit include people with dementia, people with a learning disability, people with an acquired 
brain injury or severe and chronic mental illness, and people with a severe sensory impairment. 323 

The Mental Health (Care and Treatment) (Scotland) Act 2003 

This Act applies to people who have a mental illness, learning disability or related condition.  The Act 

calls this mental disorder. The Mental Health Act sets out: 

 When and how people can be treated if they have a mental disorder 

 When people can be treated or taken into hospital against their will 

 What people's rights are, and the safeguards which ensure that these rights are protected.324 

The Adult Support and Protection (Scotland) Act 2007 

This Act seeks to protect and benefit adults at risk of being harmed. The Act requires councils and a 

range of public bodies to work together to support and protect adults who are unable to safeguard 

themselves, their property and their rights. 

It provides a range of measures which they can use. The public bodies are required to work together 

to take steps to decide whether someone is an adult at risk of harm, balancing the need to intervene 

with an adult's right to live as independently as possible.325 

The Public Bodies (Joint Working) (Scotland) Act 2014 

This Act will put in place: 

                                                           
323 Scottish Government, Adults with Incapacity (Scotland) Act 2000. Available at: 

http://www.legislation.gov.uk/asp/2000/4/pdfs/asp_20000004_en.pdf accessed on 18/11/15 accessed on 20/08/14.   

324 Scottish Government, The Mental Health (Care and Treatment) (Scotland) Act 2003. Available at: 

http://www.legislation.gov.uk/asp/2003/13/contents accessed on 12/08/14 

325 Scottish Government, The Adult Support and Protection (Scotland) Act 2007. Available at: http://www.gov.scot/Topics/Health/Support-

Social-Care/Adult-Support-Protection accessed on 12/08/14 

http://www.legislation.gov.uk/asp/2000/4/pdfs/asp_20000004_en.pdf%20accessed%20on%2018/11/15
http://www.legislation.gov.uk/asp/2003/13/contents
http://www.gov.scot/Topics/Health/Support-Social-Care/Adult-Support-Protection
http://www.gov.scot/Topics/Health/Support-Social-Care/Adult-Support-Protection
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 Nationally agreed outcomes, which will apply across health and social care, and for which NHS 
Boards and Local Authorities will be held jointly accountable 

 A requirement on NHS Boards and Local Authorities to integrate health and social care budgets 

 A requirement on Partnerships to strengthen the role of clinicians and care professionals, along 
with the third and independent sectors, in the planning and delivery of services 

Partnerships will be jointly accountable to Ministers, Local Authorities, NHS Board Chairs and the 

public for delivering the nationally agreed outcomes.326 

Human Rights, Social Inclusion and Safety 

Research has undoubtedly made strides towards greater inclusion and understanding experiences 

from the perspective of the person.327 This is largely as a result of an active human rights agenda 

within intellectual disability services and is under the commendable umbrella of promoting choice 

and reducing inclusion.328 

‘The Keys to Life’ has the human rights of people with learning disabilities at its heart, and 

emphasises the need to improve health practice and outcomes so that people's human rights are 

respected and upheld.  

The Keys to Life recommendations reflect those expectations.  

Recommendation 1: That all public bodies involved in providing support to those with learning 

disabilities carry out equality impact assessments on relevant policies by June 2014 to ensure that 

the rights of people with learning disabilities to dignity, equality and non-discrimination are 

respected and upheld. 

Recommendation 2: That localities provide opportunities to promote equality for people with 

learning disabilities through actively involving and including them in local developments that affect 

them. A first step should be the provision of information that ensures greater awareness of the 

rights we all have under domestic law and as a result of international treaties. 

The Human Rights Act 1998 
 
This came into force in the UK in October 2000 and it brings into effect expectations of the European 

Court of Human Rights with which all public bodies have to comply.  

The Act sets out the fundamental rights and freedoms to which individuals in the UK have access, 

including a right to life, freedom from torture or degrading treatment, the right to liberty and 

security, freedom from slavery and forced labour as well as the right to a fair trial and that there 

should be no punishment without law. It also covers respect for private and family life, home and 

correspondence as well as freedom of thought, belief, religion and expression. It makes clear the 

right to marry and start a family as well as to be protected from discrimination and to the peaceful 

                                                           
326 Scottish Government (2014) Public Bodies (Joint Working) (Scotland) Act 2014, available at: 

http://www.legislation.gov.uk/asp/2014/9/pdfs/asp_20140009_en.pdf accessed on 08/10/14 

327 Watchman, ‘Learning disability and dementia’, p142. 

328 Ibid., Human Rights Act 2008, available at http://www.legislation.gov.uk/ukpga/1998/42/contents accessed on 08/12/14; the Equality 
Act 2010 available at http://www.legislation.gov.uk/ukpga/2010/15/contents accessed on 08/12/14.  

http://www.legislation.gov.uk/asp/2014/9/pdfs/asp_20140009_en.pdf
http://www.legislation.gov.uk/ukpga/1998/42/contents
http://www.legislation.gov.uk/ukpga/2010/15/contents
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enjoyment of your property. It also provides for the right to education and to participate in free 

elections.329 

Scottish Commission for Human Rights  

The Scottish Human Rights Commission is an independent public body with a broad remit to protect 

and promote human rights for everyone in Scotland. This includes the human rights guaranteed by 

the European Convention on Human Rights, which are brought into Scottish law by the Scotland Act 

1998 and Human Rights Act 1998. It also includes other human rights guaranteed by international 

treaties and conventions that the UK has ratified. The duties, powers and functions are set out in 

the Scottish Commission for Human Rights Act 2006.330 

The Scottish National Action Plan 

This is led by the Scottish Human Rights Commission, responds to the current political and economic 

context in Scotland.331 It fits with the ethos of Public Service Reform and the need to ensure that 

public services and economic decisions promote human dignity for all, even in times of austerity.332 

It also reflects where Scotland is on its journey to fully realise human rights, seeking to embed a 

sustainable human rights culture, map out next steps in areas where the value of a human rights 

approach is already recognised, and to foster learning and innovation in areas of life where the value 

of human rights has not yet been fully recognised.333 The Keys to Life also clearly chimes with 

ongoing work to develop a Scottish National Action Plan (SNAP) for Human Rights that the Scottish 

Human Rights Commission (SHRC) leads on. SNAP Priority 4 sets out to enhance respect, protection 

and fulfilment of human rights to achieve high quality health and social care.334  

The United Nations and Human Rights Convention on the rights of persons with 

disabilities  

This has served as a major catalyst in the global movement from viewing persons with disabilities as 

objects of charity, medical treatment and social protection towards viewing them as full and equal 

members of society, with human rights. Also, this is the only human rights instrument with an 

explicit sustainable development dimension.335 

UN Conventions on the rights of persons with disabilities Article 25: Health 

States Parties recognize that persons with disabilities have the right to the enjoyment of the highest 

attainable standard of health without discrimination on the basis of disability. States Parties shall 
                                                           
329 Human Rights Act 2008, available at http://www.legislation.gov.uk/ukpga/1998/42/contents accessed on 08/12/14. 

330 Scottish Human Rights Commission (SHRC), available at: http://scottishhumanrights.com/ accessed on: 08/12/14 

331 Scotland’s National Action Plan for Human Rights 2013-2017, (SNAP), Scottish Human Rights Commission (SHRC), available at 
http://www.scottishhumanrights.com/application/resources/documents/SNAP/SNAPpdfWeb.pdf accessed on 08/12/14, p8. 

332 Ibid. 

333 SNAP, p8. 

334 Ibid., p12. 

335 Ibid. 

http://www.echr.coe.int/Documents/Convention_ENG.pdf
http://www.legislation.gov.uk/ukpga/1998/46/section/1
http://www.legislation.gov.uk/ukpga/1998/46/section/1
http://www.legislation.gov.uk/ukpga/1998/42/body
http://www.legislation.gov.uk/asp/2006/16/pdfs/asp_20060016_en.pdf
http://www.legislation.gov.uk/ukpga/1998/42/contents
http://scottishhumanrights.com/
http://www.scottishhumanrights.com/application/resources/documents/SNAP/SNAPpdfWeb.pdf
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take all appropriate measures to ensure access for persons with disabilities to health services that 

are gender-sensitive, including health-related rehabilitation. In particular, States Parties shall: 

 (a) Provide persons with disabilities with the same range, quality and standard of free or affordable 

health care and programmes as provided to other persons, including in the area of sexual and 

reproductive health and population-based public health programmes; 

(b) Provide those health services needed by persons with disabilities specifically because of their 

disabilities, including early identification and intervention as appropriate, and services designed to 

minimize and prevent further disabilities, including among children and older persons; 

(c) Provide these health services as close as possible to people’s own communities, including in rural 

areas; 

(d) Require health professionals to provide care of the same quality to persons with disabilities as to 
others, including on the basis of free and informed consent by, inter alia, raising awareness of the 
human rights, dignity, autonomy and needs of persons with disabilities through training and the 
promulgation of ethical standards for public and private health care.336The Scottish National Action 
Plan (SNAP) – The Scottish Government has worked closely with the Scottish Human Rights 
Commission and others to develop Scotland's first National Action Plan for Human Rights (SNAP), 
which was launched by the Deputy First Minister, Professor Alan Miller (Chair of the Scottish Human 
Rights Commission), and Nils Muiznieks, the Council of Europe's Commissioner for Human Rights, on 
10 December 2013. SNAP is described as a roadmap for the realisation of all internationally 
recognised human rights.  It was developed through the participation of rights holders and duty 
bearers, and is based on evidence.  The rights holders have been drawn from across Scottish society, 
and key partners include CoSLA, the NHS, third sector organisations and non-governmental 
organisations.  SNAP has a vision of a Scotland where everyone lives with fundamental human 

dignity. 337 
 

Convention on the Rights of People with Disabilities 2007 

The UK Government agreed to the United Nations Convention on the Rights of People with 

Disabilities in 2007, formally ratifying it in 2009. The Convention is an agreement between different 

countries whereby those that sign up must ensure that the rights of disabled people are respected 

and upheld. It means that countries will not treat people differently or unfairly because of their 

disability and that disabled people are to have the same rights as everyone else. It is not about giving 

individuals new legal rights but it can be used with the laws already in each country to change things 

for disabled people. 

The European Court for Human Rights explains this as having the right to having a life, saying what 

you think, having the best possible health, having the opportunity to be educated and to live in the 

community. It is also makes clear that government and other public organisations have a duty to 

                                                           
336 UN Convention on the rights of persons with disabilities (2010). 

337 Ibid. 

http://www.scottishhumanrights.com/actionplan
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work together to make this a reality by, for example, producing information in ways that disabled 

people can understand.338 

Equality Act 2010 

This came into force in October 2010 and replaces previous anti-discrimination law with a 

consolidated Act to make the law simpler and to remove inconsistencies. 339 

It covers nine protected characteristics which cannot be used to treat people unfairly, those being 

age, disability, gender reassignment, marriage and civil partnership, pregnancy and maternity, race, 

religion or belief, sex and sexual orientation. 

The Act sets out the different ways in which it is unlawful to treat someone, including direct or 

indirect discrimination, harassment, and victimisation and failing to make a reasonable adjustment 

for a disabled person. The Act prohibits unfair treatment in the workplace, when providing goods, 

facilities or services, when exercising public functions, in the disposal and management of premises, 

in education and by associations (like private clubs). 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
                                                           
338 United Nations, ‘Convention on the rights of persons with disabilities’,  (2010), p20-p21, available at: 

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/238405/7905.pdf accessed on: 08/12/14 

339 Scottish Government, Equality Act 2010. Available at http://www.legislation.gov.uk/ukpga/2010/15/contents accessed on: 08/12/14. 

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/238405/7905.pdf
http://www.legislation.gov.uk/ukpga/2010/15/contents
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Appendix D 
 
Data 
 
Projections of adults (18+) known to Perth and Kinross Council who have a Learning Disability  

Working with the figure given that the number of adults known to Perth and Kinross equates to 3.7 

per 1000 of the adult population, the latest population projections can be applied to give an 

indication of what the numbers will be in the future.340 Please see page 97 for information of the use 

and limitations of these prevalence rates. 341  

Year Projected adult Population 

(16 years of age and over) 

Projected adult population 
known to have a Learning 
Disability (3.7  per 1000) 

2017 129,600 480 

2027 141,100 522 

2037 152,000 562 

 

Analysis of Learning Disability Statistics Scotland (LDSS) 2014 data in Perth and Kinross: 

Adults with learning disabilities  

Data collected by LDSS identified 235 adult service users aged 39 and over as living in Perth and 

Kinross who have a learning disability where postcode data was known. Broken down into different 

age groups, the data identified that of the 235 adults, 169 were aged between 39 and 59. 342 Broken 

down further the total for age groups 39-49 and 50-59 were 84 and 92 respectively. 343  The total 

number of service users identified within Perth and Kinross was 462.344 

 

 

 

                                                           
340 Ibid. 

341 SCLD Statistics Release: Learning Disability Statistics Scotland (LDSS) (2014). 

*These figures include 19 people aged 39 and over living in other local authorities in Scotland and England, and 22 people aged 39 and 
under living in other local authorities in Scotland and England. 

342 Ibid.  This data analysis has a focus on individuals aged 35 to 39 and above as those with a learning disability often experience older age 
health conditions earlier in life than the rest of the population, for example, prevalence rates of clinically diagnosed dementia are higher 
for people with Down's syndrome than in the general population. The condition is also likely to develop in this population at a much 
earlier age, starting when they are in their 30s and steadily increasing in prevalence into their 60s. (The British Psychological Society, 
‘Dementia and People with Intellectual Disabilities’. 

343 Ibid. 

344 Ibid. 
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Where adults aged 39 and over are living in Perth and Kinross 

The majority of adults with learning disabilities aged 39 and over and are known to Perth and Kinross 

Council live in central Perth (38%), followed by Balbeggie (11%), Rattray (11%), and Blairgowrie 

(8%).345 

 

 

In 2014, there were 76 adults known to Perth and Kinross Council who were identified as having 

Autism spectrum disorder. This is 16.5% of the total number of adults with a learning disability 

known to Perth and Kinross Council.346 Of the adults recorded as having Autism spectrum disorder in 

Perth and Kinross: 

 67% (51) had Classical Autism 

 24% (18) had Asperger's Syndrome 

 9% (7) had another AS diagnosis 

 

                                                           
345 SCLD Statistics Release: Learning Disability Statistics Scotland (LDSS) (2014). 

346 SCLD Statistics Release: Learning Disability Statistics Scotland (LDSS) (2014); SCLD Annex B: Local Authority Level Learning Disability 
Statistics Scotland (2014). 
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Age and Gender Structure of adults with Autism Spectrum Disorder  

The majority of adults with learning disabilities and/or who have Autism spectrum disorder and are 

known to Perth and Kinross Council are men (267 adults, 58%). There are 195 women (42%) with 

learning disabilities and/or who have Autism spectrum disorder known to Perth and Kinross Council. 

347 

 

 

 

 

 

 

 

 

 

 

The majority of adults with learning disabilities live in mainstream accommodation with support 

(158), 117 with no support, and 11 with support status not known. 64 people with in supported 

accommodation. 90 live in a registered adult care home. 16 live in ‘other’ accommodation type, and 

there are 4 not known.348 

Who people live with 
 
Just over a third of adults with learning disabilities (141; 30.7%) known to Perth and Kinross Council 
live with a family carer. This is reflected nationally with 34.7% (9,299) known to local authorities in 
Scotland who live with a family carer.349 

 The majority of adults with learning disabilities (302; 66%) known to Perth and Kinross 
Council do not live with a family carer. In contrast, just under half of adults with learning 
disabilities (12,411; 46.3%) known to local authorities do not live with a family carer. 350 

 There are 17 adults with learning disabilities whose family carer accommodation status is 
not known in Perth and Kinross.351 

                                                           
347 SCLD Statistics Release: Learning Disability Statistics Scotland (LDSS) (2014). 

348 SCLD Annex B: Local Authority Level Learning Disability Statistics Scotland (2014). 

349 Ibid. 

350 Ibid. 

351 Ibid. 
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 There are 269 (58%) adults with learning disabilities in Perth and Kinross who are the only 
person with learning disabilities living in their accommodation; nationally, there are 14,660 
(54.7%) adults with learning disabilities known to local authorities are the only person with 
learning disabilities living in their accommodation.352 

 Only 16% of adults with learning disabilities known to Perth and Kinross Council live with at 
least one other person with learning disabilities; this figure is slightly higher nationally with 
just under a quarter of adults with learning disabilities (6,384 people; 23.8%).353 

 

Lives with a family carer 

 In 2014, there were 141 adults with learning disabilities known to Perth and Kinross Council 
who live with a family carer. This is 30.7% of all adults known. 354 

 

 
 

As shown by the table below, when considering the living status of adults aged 35 and above, the 

older a person with learning disabilities is, the less likely they are to live with a family carer. 18.6% of 

adults aged under 35 lives with a family carer. 7% of adults aged 35-54 lived with a family carer and 

2% of adults aged 55+ lived with a family carer. 355 

 

 

                                                           
352 Ibid. 

353 SCLD Annex B: Local Authority Level Learning Disability Statistics Scotland (2014). 

354 Ibid. 

355 Ibid. 
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Lives with a family carer: adults with learning disabilities by age group 356 

 

Who adults with learning disabilities live with in Perth and Kinross 357 

Of all adults with learning disabilities aged 35 and above in Perth and Kinross in 2014; 

 28 lived with a parent carer (11%) 

 1 lived with a family carers that was not specified (0%) 

 9 lived with a sibling (4%) 

 2 lived with another relative (1%) 

 2 lived with a family carer they are not related to (0%) 

 1 lived with a son/daughter (0%) 

In 2014, there were 42 adults with learning disabilities aged 35 and over living with a family carer. 

The chart above also shows that there are also 19 adults with learning disabilities aged 45 and over 

who are living with a parent carer. This is 10% of all adults aged 45 and over. This indicates that 

there are a considerable number of older people who are carers of at least one adult with learning 

disabilities.358 

Deprivation and Area classification 

 The majority of adults with learning disabilities for whom deprivation data is known (13,367 

adults) live in the 40% most deprived areas in Scotland. This means, of every 1,000 adults 

                                                           
356 SCLD Annex B: Local Authority Level Learning Disability Statistics Scotland (2014). 

357 Ibid. 

358 SCLD Annex B: Local Authority Level Learning Disability Statistics Scotland (2014). 
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with learning disabilities in Scotland, over half of them (529 adults) live in areas which 

experience higher levels of deprivation than other areas of Scotland. 359  

Urban/rural classification of adults with learning disabilities in Perth and Kinross 

 

In Perth and Kinross, only 11 adults with learning disabilities live in a large urban area, with the 

majority (170) living out with the main large urban area. 28 people live in an accessible small town, 

and the majority (76) live in a remote small town. 119 live in an accessible rural location with 47 

living in a remote rural area. There are 9 unknown.360 

Day centre attendance in Perth and Kinross 
 

 

In Perth and Kinross, 67 adults with learning disabilities attends a day centre less than 30 hours per 

week, and 43 attends 30 hours or more per week. There were 5 for which the amount of attendance 

time was not known. 332 adults with learning disabilities do no attend a day centre. 13 were not 

                                                           
359 SCLD Statistics Release: Learning Disability Statistics Scotland (LDSS) (2014). 

360 SCLD Annex B: Local Authority Level Learning Disability Statistics Scotland (2014). 
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known. Therefore, 25% of adults with learning disabilities in Perth and Kinross attend a day 

centre.361 

Alternative opportunities in Perth and Kinross 

 

In Perth and Kinross, 143 adults with learning disabilities have alternative opportunities and 277 do 

not have alternative opportunities. There are 40 not known. 31.1% of adults have alternative 

opportunities.362  

Census 2011 Data 

In comparison all the figures listed in Section 1 are lower than those published after the 

2011 Census which put the number of adults with a learning disability at 537.363 

Furthermore, the results identified 368 as having a development disorder which includes 

those with Autism spectrum disorder. The numbers for the age band 35 to 64 are 283 and 

86 respectively and for those over 65, numbers totalled 64 adults with a learning disability 

and 17 with a development disorder. This gave an overall total of 450 (347 LD and 103 DD) 

adults over 35 having either a learning disability or a development disorder.  The purpose of 

this question on the census was to capture those with long term developmental conditions 

such as those on the Autism Spectrum or with Asperger’s Syndrome.364 

 

 

 

                                                           
361 SCLD Annex B: Local Authority Level Learning Disability Statistics Scotland (2014). 

362 Ibid. 

363 Scotland's Census (2011) - National Records of Scotland Table DC3101SC - Long-term health problem or disability by sex by age 

364 Office for National Statistics (2011) “Harmonised Concepts and Questions for Social Data Sources Primary Standards: Long-Lasting 
Health Conditions and Illness; Impairments and Disabilities” Office for National Statistics.  
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Dementia Prevalence rates in Scotland 

Calculating Prevalence Rates: Projecting Future numbers: the use of prevalence rates 

 The uses and limitations of prevalence rates – prevalence rates cannot be used 

indiscriminately: 

 Prevalence rates for larger and better researched population sub-groups are more robust 

than for ‘hard to reach’ population sub groups 

 Generally based on the private household population and exclude people in communal 

establishments  

 Margins of error associated with the application of prevalence rates at local authority level 

can be high. Poor health and disabilities are strongly associated with socioeconomic factors 

that vary from one area to another. 

 Projections derived from prevalence rates may over estimate or under estimate the rate of 

change. For example, improved survival rates and life expectancy rates suggest growing 

proportions of adults with a learning disability will live into old age, albeit trying to quantify 

the impact of this upward trend at local level would be daunting. 

 Good practice therefore suggests that: 

 Estimates derived from national prevalence rates should be ‘triangulated’ with other data 

sources and the opinion of local experts. 

 Sensitivity analysis should be undertaken to allow for uncertainties. For example, the 

Wanless Review looked at the potential implications if frailty amongst the older population 

was 7% lower than current levels by 2021.365 

Prevalence of Dementia in Scotland 2015 for the entire population 

There are two main sources of prevalence rates for people with dementia in Scotland for the entire 

population.  

Alzheimer Scotland  

In 2015, Alzheimer Scotland estimated that there are approximately 90,000 people with dementia in 
Scotland.  Around 3,200 of these people are under the age of 65.   

Within Perth and Kinross, it is estimated that there are 3148 people living with dementia, 96 of 
whom are under 65 years old.366 

Local authority Under 65 65+ Total 

Perth & Kinross 96 3,053 3,148 

 

Alzheimer’s Society  

                                                           
365 Young, G., Joint Improvement Team, (May 2015) ‘Making the Connection: Guide to assessing the housing related needs of older and 
disabled households’. 

366 Alzheimer Scotland (2015) Statistics, ‘Number of people with dementia in Scotland 2015’. Available at 
http://www.alzscot.org/assets/0001/6171/2015_Stats.pdf, accessed on 11/09/15  

http://www.alzscot.org/assets/0001/6171/2015_Stats.pdf
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In 2014, Alzheimer’s Society estimated that there were approximately 2309 people with dementia in 

Perth and Kinross.367 

Table A2: Number of people with dementia by age group, according to parliamentary 

constituencies across the UK in 2013 

Area 30-
34 

35-
39 

40-
44 

45-
49 

50-
54 

55-
59 

60-
64 

65-
69 

70-
74 

75-
79 

80-
84 

85-
89 

90-
94 

95+ Total 

Perthshire 
North 

0 0 1 2 3 7 45 79 112 182 255 256 163 59 1,163 

Perthshire 
South and 
Kinross-
shire 

0 0 1 2 3 7 45 76 109 176 237 240 153 55 1,105 

 

Table A3: Numbers of people with dementia by age group, according to health areas 

(Health Boards in Wales and Scotland for mid-2013) 

Area 30-
34 

35-
39 

40-
44 

45-
49 

50-
54 

55-
59 

60-
64 

65-
69 

70-
74 

75-
79 

80-
84 

85-
89 

90-
94 

95+ Total 

Tayside 2 2 4 9 18 37 232 413 577 963 1,302 1,276 855 308 5,997 

 

 

 

 

 

 

 

 

 

 

 

 

                                                           
367 Alzheimer’s Society (2014) Dementia UK: Update. Available at https://www.alzheimers.org.uk/dementiauk accessed on 16/11/15. 

https://www.alzheimers.org.uk/dementiauk
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Appendix E 

Consultations  

 

Consultations in Perth and Kinross taken place between October 2014 and 
August 2015 
 

Involving Service Users 
 

June to August 2015 
 
Perth and Kinross Better Lives in Older Age Survey in Easy Read 
version                          

Better Lives Service 
Users Form V2.pdf

 
 

Involving Parents and Carers 
 

June to August 2015 
Perth and Kinross Better Lives in Older Age Survey for parents and 
carers 
 
 

Survey for Parents 
and Carers Workers.docx 

Involving Service Providers 
 
October 2014  
Gleneagles Day opportunities 
 
 

 

Thursday 16th 
October Gleneagles Day Opps.docx 

Lewis Place Adult Resource Centre 
 
 

 

Friday 10th October 
2014 Lewis Place ARC.docx

 

PUSH 
 
 

 

Friday 17th October 
2014 PUSH.docx

 

November 2014 

Perth and Kinross Care Home Findings 
 
 

Friday 14th 
November Care Home Visit Findings.docx
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December 2014 

Care Home Interviews 
 
 
 

 

The Grange Draft 
Pro Forma 4th Dec 2014.docx

 

Schiehallion Draft Pro 
Forma 8th Dec 2014.docx

 
 

February 2015 

Care Home Interviews 

Rymonth Draft Pro 
Forma 5th Feb 2015.docx

 
 

Focus Group with Learning Disability Community Health Team NHS 
Tayside 

February 2015 Focus 
Group - Community Health Team 060215.docx

 
 

June to August 2015 

Perth and Kinross Better Lives in Older Age Survey for Service 
Providers 

Survey for Staff and 
Support Workers.docx

 
 

September 2015 

Perth and Kinross Better Lives in Older Age Summary Report 

Sept 7th Report.pdf

 
 

 

 

 


